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Thesis Summary

Background: The thesis explores the role of pharmacy in the lived experience of patients with severe
mental illness (SMI) who experience excess morbidity and mortality due to cardiometabolic risk (CMR),
metabolic syndrome (MetS) and related diseases.

Aims and objectives: To understand and explain the role of pharmacy in providing care for CMR, MetS and
related diseases in patients with SMI; achieved by 1. systematically reviewing the published evidence 2.
exploring and document the views, perceptions, and experiences of patients with SMI, their informal
carers, caring dyads (caring dyad defined here as a patient and their informal carer), care and pharmacy
professionals 3. providing strategic recommendations for pharmacy for clinical practice, policy, and
research to improve care.

Methods, results, and key findings: To address research objective 1. a systematic review of 33 articles
found that face-to-face interactions of pharmacists with others consistently and significantly improved
process outcomes such as the rate of blood tests 2. framework analysis of semi-structured interviews
conducted with 16 patients, 8 informal carers, 21 care professionals and 11 pharmacists identified three
themes: (i) CMR, MetS and related diseases, psychotropic medication, psychotropic medication side-
effects and SMI (ii) barriers and (iii) facilitators to the role of pharmacy. Framework analysis contrasting
and comparing data from each individual within 6 caring dyads identified three themes: (i) enhanced
closeness (ii) dissonance, and (iii) balance within the caring dyad. In-depth meaningful impactful
interactions between pharmacists and patients, informal carers, and caring dyads were infrequent. 3.
Changes to pharmacy practice and policy could facilitate face-to-face interactions between pharmacists
and other care professionals and more importantly patients, informal carers, and caring dyads.

Conclusion: Patients’, informal carers’, and caring dyads’ desires and needs were not met. Changes to
pharmacy practice could facilitate increased face-to-face interactions and encourage person-centred care

with the goal of building long lasting trusting relationships which is key in this vulnerable population.
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Chapter One: Introduction

1.1 Introduction

The overall aim of this doctoral research was to explore the role of pharmacy in the lived experience of
patients with cardiometabolic risk (CMR), metabolic syndrome (MetS), and related diseases in severe mental
illness (SMI). This introductory chapter, therefore, provides an overview of the significance of the research,
key definitions, risk factors for morbidity and mortality and of pharmacy practice. The chapter ends with a

statement of the overall research aims and overview of the thesis structure.

1.2 Significance of the study

People with SMI, defined here as bipolar affective disorder, schizophrenia, schizoaffective disorder and other
non-organic psychotic disorders, are at a substantially higher risk of premature death, in that they die 10-20
years earlier than the general population (1,2). SMI represents a leading cause of the global burden of
disease with high morbidity rates and an estimated excess mortality of one and a half to three times higher
than the general population (3). While unnatural causes, including suicide, homicide and accidents explain
some of this reduced life expectancy (1,4), it is now firmly established that physical health diseases account

for the overwhelming majority of premature deaths (3,5).

The mortality gap exists in countries considered to have high standards of healthcare (6—10) and there is also
evidence that the mortality gap has increased over time (3,11,12). This appears to indicate that individuals
with SMI have not experienced the same benefits from developments in healthcare as the general
population (12). The premature and excess morbidity and mortality in people with SMI has ramifications not
only for mental health and all health services but also for human rights and equity. A situation that has been

labelled a scandal and in contravention of international conventions for the ‘right to health’ (13).

Among physical health diseases, cardiovascular disease (CVD) and diabetes are the main potentially

avoidable contributors to early death in people with SMI (5). In a comprehensive meta-analysis of CVD risk in
individuals with SMI, which included 3,211,768 patients and 113,383,368 controls, individuals with SMI had a
statistically significant increased risk of coronary heart disease (CHD) compared to controls; a 54% higher risk
in longitudinal studies and 51% higher risk in cross-sectional studies (14). Studies have reported that among

patients diagnosed with diabetes, those with SMI have 50% higher mortality (15) and an increased risk of
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complications requiring specialist treatment (16) compared to people without SMI. These findings are well

substantiated by meta-analyses and systematic reviews (3,12,17-20).

Collectively, there is a paucity of published literature providing a comprehensive and contextualised
understanding of the role of pharmacy in providing care and support for CVD, diabetes and contributory risk

factors and diseases in patients with SMI (21), thus justifying further research within this area.

1.3 Severe mental illness

Psychosis is a syndrome associated with abnormal functioning of the temporal and frontal lobes and
dopaminergic and serotoninergic neuronal projections to these areas of the brain (22,23). Individuals who
have psychosis may experience delusions, hallucinations (e.g., auditory, visual, tactile) and disorganised
thoughts and actions. Psychosis can be a result of a primary psychiatric disorder or can be secondary to
substance use or specific medical aetiologies (23,24). Primary psychiatric psychotic disorders include
schizophrenia, schizoaffective disorder, and other non-organic psychoses. Psychosis may also be present in
other psychiatric conditions such as bipolar affective disorder and major depressive disorder (22,23).
Individuals with psychosis associated with psychiatric disorders often present with hallucinations (mainly

auditory), delusions, and disorganised thought process (22,23).

There is limited consensus regarding broader definitions of ‘severe’ or ‘serious’ mental illness in the
literature (25). The National Institute for Mental Health in the United States of America (USA) adopts a
definition of SMI (26) to include adults who currently or at any time in the past year have had a diagnosable
mental, behavioural, or emotional disorder (excluding developmental and substance use disorders) of
sufficient duration to meet diagnostic criteria specified within the Diagnostic and Statistical Manual of
Mental Disorders (DSM-IV) (24), that has resulted in serious functional impairment which substantially

interferes with or limits one or more major life activities.

The National Health Service (NHS) England definition, used as part of the Quality and Outcome Framework
(QoF) (27) for primary care and Commissioning for Quality and Innovation (CQUIN) framework for secondary
care (28,29), defines SMI as including schizophrenia, schizophrenia-like psychosis (e.g., schizoaffective
disorder), bipolar affective disorder and other non-organic psychoses. This definition will be used here. Other
large research studies and groups whose focus is physical health in SMI within the UK also adopt this

definition (30,31).
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1.4 Global burden of cardiometabolic risk, metabolic syndrome, and related diseases in
people with severe mental iliness

14.1 Cardiometabolic risk

CMR encompasses a cluster of risk factors and markers that identify individuals at increased risk for
cardiovascular disease (CVD) and type 2 diabetes mellitus (T2DM) and includes those who smoke (32-36),
are overweight/obese (36,37), hyperglycaemic (35,37,38), hypertensive (35,36,39,40), dyslipidaemic,
hyperlipidaemic (36,39-41), and have MetS (42-48). People with SMI have a higher relative risk (one- to
fivefold) (21) for modifiable CMR factors. The prevalence of hyperglycaemia, hypertension, dyslipidaemia and
hyperlipidaemia in those with SMI has been reported to be 19% (38), 33.2% (40), approximately 48% (40) and
61% (41) respectively.

Public health data from the United Kingdom (UK) (49) and the USA (50) suggest that around two-thirds of
people with SMI are current smokers, approximately double that of the general population (49,50).
Literature reviews indicate that people with SMI are two to three fold times more likely than in the general
population to be overweight or obese (51,52). This may be related to a poor diet as reported in a recent

systematic review and meta-analysis of 58 studies (53).

1.4.2 Metabolic syndrome

MetS is a more specific term that describes the concurrence of the most dangerous CVD risk factors (54-57).
MetS is defined by the International Diabetes Federation as central obesity accompanied by any two of the
following four factors: raised triglycerides (or specific treatment for this), reduced high density lipoprotein
cholesterol (or specific treatment for this lipid abnormality), raised blood pressure (or treatment of
previously diagnosed hypertension) or raised fasting plasma glucose (56). MetS is one of the most prevalent
risk factors for developing CVD in those with SMI (58,59). Thirty-seven per cent of those with chronic

schizophrenia have MetS (42) compared with 24% in the general population (42).

1.4.3 Individual, health system, and social risk factors

The World Health Organization (WHO) considers the premature and excess morbidity and mortality in
individuals with SMI a public health priority and it is included within the WHQO's Comprehensive Mental
Health Action Plan (60). The WHO also led an initiative on this issue publishing a multilevel model of risk

factors contributing to excess morbidity and mortality in people with SMI, and a framework for interventions
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in 2017 (1). Consistent with findings of a more recent study carried out within the UK (61) risk factors

included in this model are categorised into three groups: individual, health system and social.

1.4.3.1 Individual risk factors

Within this multilevel model, risk factors at the individual level are those which are considered inherent to
SMI or a patient’s health-related behaviours. They include factors that are related to SMI severity, for
example, symptoms and hospitalisations; those that affect how the patient engages or interacts with the
healthcare system such as cognitive impairment or low motivation; or behavioural risk factors like tobacco
use, diet, and physical activity (1,61). Cognitive impairment is commonly associated with SMI (62) and may
impact upon a patient’s ability to utilise health services and understand health information. Lack of
motivation and self-neglect are also common in people with SMI and may affect concordance and adherence

to advice about health (63).

1.4.3.2 Health system risk factors

Health system risk factors (1,61) include treatments, service delivery (care coordination and management),
organisational characteristics such as the workforce or information systems infrastructure, and psychotropic
medication. Evidence from worldwide studies demonstrate that it is now well established that people with
SMI receive a poor quality of care for their physical health when compared to the general population, from
health promotion and disease prevention and screening through to interventions (1,61,64-66). Despite
having twice as many contacts with healthcare services, individuals with SMI receive less physical health
screening, fewer prescriptions and fewer procedures (67,68) and lower rates of CVD diagnosis even though,
as outlined earlier, the risk of these patients dying from CVD is higher (67,69,70). Specific examples include
lower rates of surgical procedures such as coronary artery by-pass and revascularisation and fewer

prescriptions for cardiovascular medication such as beta-blockers and statins (68,70).

Evidence from international studies report that during inpatient admission for medical (physical) care, people
with SMI often have poor outcomes including higher rates of adverse events and more complications than
patients without SMI (71,72). International studies have also highlighted a peak in excess mortality due to
natural and unnatural causes within the first year following discharge from inpatient psychiatric care (73,74)
indicating the possibility of flaws in healthcare systems to prevent, identify and treat physical diseases during

hospitalisation.
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It has been suggested that poorer health outcomes could be related to healthcare providers’ negative beliefs
and attitudes towards individuals with SMI and beliefs about the ability of individuals with SMI to initiate and
maintain active and healthy lifestyle behaviours (75). A study conducted in the USA reported that attitudes
of mental health and primary care healthcare providers towards people with SMI may impact on treatment
intentions, including the likelihood of specialist referral for a physical health condition or providing repeat
prescriptions (76). Evidence from a comprehensive literature review also suggests that the quality of care

may be linked the provider and the type of healthcare system (77).

Fragmentation in the delivery of care for mental health and physical health poses a challenge in meeting
complex needs and outcomes where the intersection of physical and mental illness occurs. A possible
contributory factor are limitations in the knowledge, expertise and skills within mental health services to
recognise and provide care for physical healthcare needs and similarly, and in parallel, physical health
services may fail to recognise and provide mental healthcare (66). Furthermore, the intersection of both
physical health needs and SMI is associated with greater disability, this is not purely additive, but synergistic.
In other words, the severity of disability in those with both physical illness and SMlI is significantly higher than
the sum of each source of limitation (78). Studies have shown that the occurrence of multiple long-term

conditions (LTCs) is associated with poorer quality care and health outcomes as well as increased costs (79).

The mainstay of treatment for most people with SMI is antipsychotic medication. Mortality in individuals
with SMI appears to be highest where there is both a lack (73,80—-82) or excess (high-dose or use of multiple)
antipsychotic medication (83—-85). When compared to the general population people with SMI using
antipsychotics are more likely to die prematurely (85). Antipsychotics are associated with an increased
prevalence of CMR, MetS and related diseases including, dyslipidaemia, impaired glucose tolerance and
weight gain (86,87); the greatest weight gain has been reported to occur during the first few months of use
(86,88,89). Marked differences exist in the incidence of CMR, MetS and related diseases associated with
different antipsychotic medication, the (so-called) second generation olanzapine and clozapine being
associated with the highest incidence and aripiprazole, lurasidone amongst others associated with the lowest

(90,91).

No exposure to antipsychotic medication has been reported to be associated with a higher risk of CVD
mortality than that observed with long-term treatment with low to moderate doses, although not with high-
dose treatment (92,93). Large-scale observational studies indicate that all-cause mortality is reduced when
continuous long-term antipsychotic use is maintained, this is attributed to reduced relapse rates, healthier

lifestyles, less psychosis-related cortisol increases, and increased engagement with health services
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(69,94,95). Judicious prescribing can reduce excess mortality in individuals with SMI. Recent studies and
evidence summaries highlight the positive impact on mortality of continuous treatment (92,93), appropriate

dose ranges (81), and current and long-term use compared with no medication (91).

Specific patient related factors may also be important. A recent systematic review and network meta-
analysis of 18 antipsychotics, including both (so-called) first generation (such as haloperidol, flupenthixol and
fluphenazine) and second generation antipsychotics, reported higher baseline weight, male sex, and non-
white ethnicity as predictors of greater vulnerability to antipsychotic induced metabolic abnormalities (91).
This supports the approach to avoid using antipsychotics with a high metabolic burden particularly in the
presence of existing risk factors or physical illness such as obesity, diabetes or CVD (96). Some antipsychotics
with recognised adverse effects on CMR, MetS and related diseases remain the treatment of choice, for

example, clozapine for patients suffering from Treatment Resistant Schizophrenia.

Weight gain has also been shown to occur with some antidepressants (used to treat negative symptoms in
people with SMI), and mood stabilisers, including valproate/valproic acid and lithium salts (79).
Improvements in the severity of psychiatric symptoms in people with SMI may lead to better health
behaviours such as reduced smoking (97) and the risks must be balanced against the potential benefits. Any
comparison of impact on long-term outcomes of health, however, is obscured by heterogeneity in the drug

class used (98) and variation in underlying comorbidities (99).

1.4.3.3 Social risk factors

The third category of risk factors (1,61) are associated with the social determinants of health and include
(100) social support, environmental vulnerabilities, socio-economic position, cultural and societal values and
public policies. People with SMI frequently have limited access to (good quality) healthcare (63) and are
more likely to be homeless and be financially disadvantaged (1,61). Studies have shown that in high-income
countries low socio-economic status coupled with homelessness confers additional mortality risk for people

with SMI (101,102).

Other contributors to poor lifestyle behaviours for individuals with SMI include limited access to healthy
foods and fewer opportunities to take part in healthy activities (1,61). Social and family support can also be
limited, almost 75% of those diagnosed with SMI have never been married (69). Informal carers are often
family members or close friends. The term informal carer has been defined as “someone who spends a

significant proportion of their life providing unpaid support to family or potentially friends. This could be
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caring for a relative, partner or friend who is ill, frail, disabled or has mental health or substance misuse
problems” (103). Informal carers may have other caring roles which contribute to personal emotional,
material, social, and physical strain (caregiver burden), informal carers of people with SMI are themselves

more vulnerable to both physical and mental health problems (104,105).

In one study around 40% of informal carers of people with psychotic disorders reported poor psychological
functioning including depression and other stress-related disorders such as anxiety (106). Informal carer
distress can persist over the course of the illness and escalate during the early phase of the illness and during
inpatient admissions (106). In addition, burnout and exhaustion amongst carers have been reported to occur
even during first episode psychosis (106). Feelings of loss and grief have also been found to be highly
prevalent in informal carers of individuals with psychotic illnesses (106), these have been reported as being
not dissimilar in presentation and content to those observed following a bereavement (106). Poor levels of
physical health, including sleep difficulties have been reported (107). In one study two-thirds of carers
(n=264) of individuals with SMI reported having at least one physical health condition in the preceding five
years (e.g., arthritis, hypertension, and emphysema), and the remaining one-third reported having at least
two physical health condition (108). Informal carers of people with SMI have been reported to have a
reduced quality of life and experience greater social isolation when compared to non-caregiving peers.
Published evidence indicates that they are up to 10 times more isolated when compared to non-carers but

also significantly more socially isolated than informal carers of those with other health conditions (108-110).

For people with SMI, individual and health system risk factors and social determinants of health are all
interrelated and intertwined at various levels and in various ways. High rates of lifestyle behaviours such as
smoking exist but studies clearly and consistently demonstrate that contributory factors to morbidity and
mortality extend beyond diagnosis and lifestyle behaviours (1,61). For example, despite the wealth of
evidence that a large majority die of CVD, only one quarter receive a diagnosis for this (69). After controlling
for whether a diagnosis has been made the risk of death due to ischemic heart disease equates almost equal

to that of someone in the general population (69).

A comprehensive approach is needed to improve the health and longevity of people with SMI given that
these factors are interrelated and intertwined at various levels and in various ways. A study that explored
the potential gain in life expectancy from addressing modifiable risk factors for all-cause mortality (excluding
suicide and deaths from accidents or violence) in individuals with SMI (61) concluded that the whole is
greater than the sum of the parts. Greater benefits could be achieved using a multifaceted approach to

simultaneously address individual behaviour, health system and social factors (1,61).
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The availability of rigorous economic data on these issues is limited. In a recent retrospective database
review of 57,506 patients with schizophrenia and bipolar disorder, each incremental CMR factor was
associated with an 8.3% and 13.4% increase in total hospital spend respectively (111). An estimated net cost
saving of at least £108 million per year could be made with sustained investment of £83 million per year over

at least a four year period (112).

Guidelines have been developed and disseminated to address this excess morbidity and mortality in
individuals with SMI. These primarily target mental health, lifestyle behavioural risk factors, and screening
and management for physical health. As far back as 1995, elements of physical healthcare including CMR,
MetS and related diseases were incorporated into government guidelines for SMI in parts of Australia (113).
In the UK, guidelines for schizophrenia were first published by the National Institute for Health and Clinical
Excellence (NICE) in 2002 (114) and included recommendations for regular physical health screening. Then, in
2004, as a result of a Food and Drug Administration (FDA) warning in the USA about the association of
antipsychotics with an elevated risk of T2DM, the American Diabetes Association (ADA) and the American
Psychiatry Association (APA) published joint guidelines explicitly outlining the need for routine screening for

diabetes for people taking antipsychotics (115).

Up to date versions of these guidelines recommend coordination among mental health and primary care
providers, and delivery of general physical health services in mental health settings (86,93,116-118).
Manufacturers of antipsychotics have more recently included clear statements about screening and
management for CMR, MetS and related diseases in their Summary of Product Characteristics (119,120); the

prescription of such medication should be in line with this legal document.

1.5 Pharmacy

The research presented in this thesis took place within the UK, this section provides an overview of
pharmacy. Within the UK the pharmacy workforce is comprised of pharmacists and pharmacy technicians
who must be registered with the GPhC, and unregistered support staff such as dispensers and pharmacy
assistants. There are three main areas of practice: community pharmacy, secondary care (mainly hospital)
and primary care (mainly general practice surgeries). In 2019 a total of 79,770 pharmacists and pharmacy
technicians were registered with the GPhC (169). According to a GPhC registrant survey (169) undertaken in
2019, 63% of pharmacists and 46% of pharmacy technicians worked in a community pharmacy setting as

their main job. Twenty two percent of pharmacists and 41% of pharmacy technicians work in hospital
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settings, 2% and 3% work in secondary care mental health and learning disability (LD) services, respectively.
While general practice surgeries were the context for 12% and 9% of pharmacists and pharmacy technicians.
The remainder of registrants worked in healthcare commissioning organisations, academia, or the

pharmaceutical industry.

The pharmacy profession has undergone immense changes over the past few decades. These have led to
significant evolution and developments in the breadth of professional practice. Roles are no longer limited
to drug preparation and distribution; boundaries have been expanded to encompass more person-centred
services with a focus on optimal therapeutic outcomes (121,122). These include provision of specialised
information to other care professionals, education and counselling of patients and their informal carers,
health promotion and disease prevention and management of a variety of disease states. Factors that have
driven the need for broadening the scope of practice include increased occurrence of drug-related morbidity
and mortality (123), increased complexity of medication regimens and rates of polypharmacy (124) and
increase in patient needs (125). Ultimately, the role of pharmacy is to ensure the safe, effective and person-
centred pharmaceutical care to enable the best possible outcomes; this is commonly known as medicines

optimisation (126).

According to the UK General Pharmaceutical Council (GPhC) (127), pharmacists are responsible for the
quality of medication supplied, ensuring that the supply of medication is within the law, ensuring that
medication is suitable and appropriate, advising about medicines, including how they should be taken, what
reactions may occur and answering patients' questions. Pharmacists also supervise the medication supply
chain and ensure pharmacy systems and premises are fit for purpose. They advise others about safe and
effective medication use, and safe and secure supply of medication, respond to patients' symptoms and
advise on medicines for sale in pharmacies, provide services to patients such as smoking cessation, supervise
the production and preparation of medication and assess of quality of medication before they are supplied

by pharmaceutical manufacturers (127).

Under pharmacist supervision (128), pharmacy technicians: supply medication to patients, assemble
medication for prescriptions, provide information to patients and healthcare professionals. Pharmacy
technicians also manage areas of medicines supply, for example pharmacy dispensaries, supervise pharmacy

staff, produce medication in hospitals and the pharmaceutical industry.

The International Pharmaceutical Federation (FIP) have conducted Global Pharmacy Workforce Surveys in

2006, 2009 and 2012 (129). In 2012, the survey collected workforce data for 90 countries and territories
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representing 2.5 million pharmacists and nearly one and a half million pharmacy technicians. A key message
from these surveys (129) was that there was considerable variation in pharmacy workforce density between
countries and across WHO regions. In general, this correlated with economic development indicators and
population numbers. Countries and territories with lower economic indicators tended to have relatively

fewer pharmacists and pharmacy technicians (129).

Access to high quality health services is essential for positive health outcomes and this includes access to
pharmacy teams who can provide medicines optimisation services which are essential for improvements to
morbidity and mortality associated with LTCs (129). The availability of an appropriately skilled pharmacy
workforce is an important aspect of improving equitable access to healthcare (129). Pharmacy productivity
in many countries has increased due to improvements in technology such as electronic prescribing,
automated dispensing robots and the optimisation of skill mix within the pharmacy workforce (mainly
through the expansion of the pharmacy technician role). The creation of new roles for pharmacists to
mitigate shortfalls in other healthcare professions such as doctors and nurses has resulted in an increase in

demand for pharmacists (129).

There is increasing recognition for pharmacists’ current and emerging roles in mental healthcare in both
primary and secondary care settings, as evidenced by guidelines, reports and frameworks which highlight
their integral contribution to screening, initiating and maintaining treatment, improving medicine adherence
and providing medicines information (130-133). This is also supported by published literature; recent studies
have documented the role of pharmacists in screening and identifying people at risk of depression with
referral for diagnosis and treatment (134-136) and managing psychotropic medication-related problems
(137-140). Other studies have shown a beneficial impact on antidepressant adherence of pharmacists
working as part of a psychiatric multidisciplinary team (MDT) (141-143). Recent literature has recognised
the role of pharmacy technicians in medicines reconciliation within mental healthcare settings (144,145).
This evidence must be viewed critically though, as most of the studies cited were conducted by pharmacists.

In addition, they fall quite low on the hierarchy of evidence.

1.5.1 Community pharmacy

Community pharmacies represent an accessible and convenient primary healthcare resource. A survey
carried out in 2017 of 69 countries and territories reported around 1.5 million community pharmacies
serving a population of 5,549 million (75% of the world’s population) (146). Globally the median number of

individuals served by a community pharmacy is 4,182. Community pharmacies in higher income countries
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serve between 2,000 and 8,000 and those in lower income countries serve larger numbers of individuals
(146). There are variations in the regulatory systems, health policies and remuneration systems which

underpin community pharmacy practice but core services in 85% of the countries surveyed (n=63) were
medication dispensing and counselling as well as pharmacovigilance 81% (n=60) and compounding 80%

(n=59) (146).

Despite the accessibility and convenience of community pharmacy and the qualifications and training of
pharmacy staff it has been suggested, mainly by pharmacists, that the services offered are significantly
underutilised (147,148). A statement on Good Pharmacy Practice (149) co-authored in 2015 by the WHO and
the FIP outlined a number of key areas where pharmacists need to expand their role to provide greater
benefits to patients and health services. These include ‘traditional’ functions such as medication supply and
(newer) roles such as administration of vaccines, medication therapy management, health promotion and
disease prevention. The pharmacy profession has responded to this call for a professional evolution and a
number of national pharmacy organisations have outlined their future vision for community pharmacy
practice developments (147,150-154). The role of pharmacy technicians within the community sector is less
well developed than that of technicians working in other sectors such as hospital, this will be explored

further in the next section (155).

1.5.2 Hospital pharmacy

A recent survey of 72 countries and territories (146) reported over 1.1 million hospital pharmacies serving a
population of 3.6 billion people (49% of the world’s population). Globally the median density of hospital
pharmacies per 100,000 population is 1.05 with the Southeast Asian region having the highest density at
2.74, more than almost seven times higher than that in Africa (0.40 per 100,000). These variations in part
reflect the structure of healthcare systems and the intensity of hospital versus outpatient care as well as the

roles and activities of hospital pharmacy teams and accessibility of hospitals by patients.

Of the countries surveyed (146) 96% (n=69) reported that hospital pharmacies are involved in providing
medication and support to emergency departments, 94.4% (n=68) in pharmacovigilance and 94.4% (n=68) in
pharmacy and therapeutics committees. In addition, 91.7% (n=66) reported activities relating to quality
assurance to reduce errors in the administration of medication and 87.5% (n=62) in providing advice and
guidance about medication to other healthcare professionals. The authors of a scoping review published in
2020 exploring hospital pharmacy practice called for researchers in hospital pharmacy practice publish their

work relating to current practice to substantiate current evidence and knowledge on its practice (156).
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Over the last 40 years, the roles of pharmacy technicians in hospital have developed significantly beyond that
defined by the GPhC. Structured career frameworks for both hospital pharmacists and hospital pharmacy
technicians exist (157). Pharmacy technicians working in hospitals can specialise and degrees of autonomy
conferred on their roles has increased (155). Hospital pharmacists are well supported by roles undertaken by

pharmacy technicians (155,157).

1.5.3 Mental health/psychiatric pharmacy

Psychiatric (mental health) pharmacists are qualified pharmacists who may have specialised training in the
disciplines of psychiatry and neurology . Australia (158) and the USA (159) have published standards and
guidelines for pharmacists working in this area of care. Psychiatric pharmacy speciality colleges exist in the
UK (160) and the USA (161). Psychiatric pharmacists and, in the UK, pharmacy technicians can become
members of these colleges; some membership categories require recognition through formal accreditation
schemes. Inthe USA psychiatric pharmacy specialisation by pharmacists is achieved after graduating from a
Doctor of Pharmacy program and then post-graduate residency training, clinical experience, or a
combination of the two. In the UK, a specific postgraduate qualification in psychiatric pharmacy exists which
is accessible to pharmacy technicians (up to postgraduate certificate level) and pharmacists (to postgraduate

diploma and masters level).

A recent electronic survey (162) reported that practice settings for psychiatric pharmacists in the USA were
split evenly between inpatient, outpatient and a combination of these. Of those who took part, 46.5%
(n=155) reported having authority to prescribe as part of their practice and this was more likely in outpatient
settings (162). In addition, 41.3% (n=137) reported treating non-psychiatric as well as psychiatric illnesses.
CMR, MetS and related diseases were reported as the most common non-psychiatric conditions for which
psychiatric pharmacists supported and prescribed for, specifically, diabetes and metabolic diseases (25.7%)

and CVD (25.1%) (162).

1.5.4 General practice based pharmacy professionals

General practice based pharmacists are a relatively recent phenomenon in the UK (163). Two systematic
reviews (164,165) reported the evidence of benefits of practice based pharmacists were mixed and may be
affected by heterogeneity in patient population (i.e., those with specific health conditions or generally at risk

of medication related problems), outcomes assessed (i.e., clinical, surrogate or patient-reported) and the
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extent to which pharmacists were integrated into the general practice setting. There also appears to be large
variations in current practices related to for example whether or not practice based pharmacists had

prescribing rights for example (166).

In November 2019, the Pharmacists Defence Association issued a warning to general practice based
pharmacist prescribers after serious incidents were reported involving patients under the care of practice
based pharmacist (167). These cases were linked to pharmacists prescribing inappropriately or offering poor
advice because they had an ‘ill-founded’ assumption of competence (167). This highlighted the need for
these pharmacists and their employers to consider and understand the levels of experience and skill in

relation to the responsibilities of the role.

Pharmacy technician roles in general practices settings more recent than those of pharmacists (163). A
survey conducted in the UK between 2018 and 2019 reported general practice pharmacy technicians’ roles in
clinical and non-clinical pharmacy services. These included medicines reconciliation, management of repeat
prescribing requests, domiciliary visits and medication reviews (168). However, only 10 pharmacy
technicians were included in this survey and some had multiple roles. Technicians formed 22.7% of the total

cohort of survey respondents, the remainder being pharmacists (168).

1.5 Interventions for cardiometabolic risk, metabolic syndrome, and related diseases in
people with severe mental iliness and the potential contribution of pharmacy

1.6.1 Interventions focused on the individual patient

These include interventions delivered to individuals with SMI aimed at their mental health, physical health,
and lifestyle behaviours. Implementation and impact of these interventions are affected by the function of
larger healthcare systems. Currently the consensus and views are that recommended interventions and
targets for outcomes of the management of CMR, MetS and related diseases for people with SMI should be
no different than the general population. However, some interventions such as self-management may
require tailoring or individualising to take into account cognitive, functional or motivational deficits which

may be present in individuals with a diagnosis of an SMI (1,169).
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1.6.1.1 Interventions addressing lifestyle behaviours

Smoking has been shown to be the best single modifiable behaviour for increasing life expectancy in people
with schizophrenia (2.4 years) (61). Tobacco cessation interventions have proven beneficial in people with
SMI and their use is recommended as early as possible (77,93). A combination of counselling with medication
(e.g., bupropion, nicotine replacement therapy) has been shown to promote abstinence though relapse is
common (170). Studies have found that healthcare professionals are frequently reluctant to engage
individuals with SMI in smoking cessation behaviours (154,155), various reasons were reported for this
including a fear of the damaging effects it might have on relationships with patients and beliefs that smoking
cessation may damage mental health (154,155). Further, smoking cessation services may be less accessible
to people with SMI (173). A recent trial of a bespoke smoking cessation intervention delivered as part of
routine mental healthcare (31) resulted in a 56% greater reduction in smoking rates compared to usual care
in people with SMI. However, further studies of this intervention show lower rates of smoking cessation

(174).

A recent literature review (175) found strong evidence that pharmacists have a positive attitude to smoking
cessation counselling and that pharmacists believe that smoking cessation counselling will be effective. This
review did not mention mental health conditions or any other diseases specifically. Systematic reviews of
pharmacy involvement in smoking cessation in the general population have consistently found limited and
low quality evidence, so the clinical effectiveness and cost-effectiveness of pharmacist-led interventions for
smoking cessation remain uncertain (175—-177). Pharmacy, in particular community pharmacy and
community pharmacists, are often considered more accessible to the general population than general
practices (178). In addition, pharmacy technicians routinely deliver smoking cessation interventions to the

general population in the community pharmacy environment (179).

Sedentary behaviour is the best single modifiable behaviour for increasing life expectancy (1.2 years) in
people with bipolar affective disorder (61). Randomised controlled trials (RCTs) of behavioural weight loss
programmes for people with SMI have yielded mixed results in achieving clinically significant weight loss,
some have shown positive results (180—182) whilst others have reported no impact at all (183). A recent
systematic review of RCTs concluded that overall, there was a statistically significant, but clinically
insignificant, mean effect of individualised lifestyle interventions for weight reduction in people with SMI

(184).
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Studies have found that people with SMI are well motivated to improve lifestyle behaviours (185). Despite
this evidence suggests that lifestyle behaviours within the SMI population continue to be marginalised and
poorly integrated into care pathways (186). The literature also highlights that there are many unanswered
guestions regarding the implementation and dissemination of lifestyle programmes and more fundamental
guestions about how or whether specific adaptations are needed for individuals with SMI (1). First, the
optimum duration and intensity for sustainable long-term outcomes; current evidence suggests that people
with SMI who are obesity or overweight may require more frequent contact over a longer period (1).
However, long-term data for behavioural interventions such as lifestyle interventions is difficult to generate,
for example, due to high rates of participant attrition (187). Second, who is best placed to deliver these
interventions in different contexts and environments. Finally, how lay providers can be given the knowledge,

understanding and training to deliver effective healthy lifestyle behaviour change interventions to patients.

A systematic review published in 2019 (188) reported that structured education and dietary interventions
delivered in the community pharmacy setting to patients newly diagnosed with diabetes were effective in
improving blood glucose levels without pharmacological intervention. Interventions were delivered by to
patients by doctors, diabetes nurses, dietitians and nutritionists, not by pharmacists (188). The authors
commented that there was a lack of published data on pharmacist-led interventions in this context (188).
Important elements of these interventions included face-to-face interaction with the patient, individualising
care and multicomponent interventions lasting at least six months. This reflects the place of community
pharmacy as a healthcare destination but not the role of pharmacists or pharmacy professionals specifically.
Another systematic review of community pharmacists’ interventions in reducing major risk factors for CvD
(189) reported potential for substantial benefits in hypertension and diabetes, specifically, clinically
important reductions in glycosylated haemoglobin (HbA1lc) and systolic blood pressure. However, no clear

benefits of the community pharmacists’ involvement in the management of lipids were found (189).

1.6.2 Interventions focused on health systems

The next category encompasses health systems interventions and programmes that focus on healthcare
providers and service delivery components. There is wide variation across settings relating to many different
parameters such as the provision of universal healthcare. In 2007 the WHO published a document which
argues for the need to strengthen the building blocks of health systems including service delivery, health
workforce, information, technologies, financing, and leadership and governance to improve outcomes for

people with SMI (190).
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Integrated care models underpinned by the principle of improving the coordination of services provided to
patients have the aim of achieving improved care with patient’s perspective as the central focus (191). Target
populations for integrated care models often have multiple LTCs and often take multiple medications
(polypharmacy), despite this, integrated care models rarely include or focus on the importance of pharmacy.
Integrated care models are often cited as being a way of potentially reducing the current ‘siloed’ nature of
specialist care such as non-integrated primary and specialist psychiatric care services (192). RCTs have
shown that patients receiving care from pharmacists within integrated care models experienced improved
diabetes care in community pharmacy settings for instance reductions in HbA1lc (193,194), hypertension in
primary care settings (such as improvements in blood pressure control) and depression (such as increased
adherence to treatment, satisfaction (195)). However, measures such as increased adherence or satisfaction

in depression do not necessarily equate to significant improvement in clinical outcomes for patients.

Programmes of care coordination, integrated care, or collaborative care for CMR, MetS and related diseases
in individuals SMI aim to provide liaison between mental health and physical healthcare systems or through
linking the delivery of physical and mental health services. Few studies have been conducted which explore
these programmes for CMR, MetS and related diseases and SMI. Guidelines that incorporate combinations
of screening for CMR, MetS and related diseases and, care coordination among mental health and primary

care providers have been implemented in several countries, including the US, UK and Australia (196—200).

Leaders of healthcare organisations are responsible for ensuring the implementation of national and
international guidelines for CMR, MetS and related diseases in people with SMI within their organisations as
well as facilitating appropriate levels of funding for systems, such as information technology, that will
facilitate improvements in care. The question as to who will implement evidence-based preventive health or
care coordination intervention to improve CMR, MetS and related diseases in people with SMI also needs to
be addressed (1,61). For example, implementation by dieticians may be cost prohibitive or the number
available may be lacking (1,61), sustainability may be more likely if members of the pharmacy team, like

pharmacy technicians, could deliver a physical health intervention.

There has not been a systematic review of the impact of switching antipsychotics on the basis or presence of
CMR, MetS and related diseases in individuals with SMI. However, individual studies including open label
studies and RCTs have been conducted (201-205), these studies only included second generation
antipsychotics. Switching to antipsychotics with lower propensity for CMR, MetS and related diseases has
been shown to result in improvements in body adiposity and insulin sensitivity (201), a greater reduction in

CVD risk when compared to a behavioural program that promoted healthy diet and exercise (202,204) and
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MetS parameters (203,205). Most of these studies emphasised that switching antipsychotics to achieve
these improvements must be balanced against risk of discontinuation or relapse in individuals with SMI (201—-

205).

As noted previously the risk of CMR, MetS and related diseases in people with SMI is increased with the use
of high-dose antipsychotic therapy. Approximately between one-quarter and one-third of patients on
inpatient psychiatric wards are prescribed high-dose antipsychotic regimes (196) and the population may be
even higher in psychiatric intensive care units, rehabilitation wards and forensic units (196,206).
Antipsychotic polypharmacy frequently results in high-dose prescribing (207). An audit of inpatient
psychiatric services reported that almost 73% of combined polypharmacy regimens were high-dose (197).
This may reflect the refractory nature of treating patients prescribed multiple antipsychotics and may
partially account for increased side-effects including CMR, MetS and related diseases observed with

polypharmacy (207).

Uncertainty still exists about which models of healthcare are the most sustainable, most effective, and most
cost-efficient (1) for patients with physical health disease and SMI. Many are based on systems, which exist

in high-income countries, as such, their applicability within low to middle income countries requires further

exploration (1,61). As the role of pharmacy and care for SMI changes within low to middle income countries
then these may provide opportunities to further assess and refine effective models of that can improve

morbidity and reduce excess mortality.

1.6.3 Interventions focused on socio-environmental and social determinants of health

Interventions focused on socio-environmental factors and the social determinants of health operate at the
broadest level. These include clinical guidelines, public health policies and social support such as peer
support programmes, family support programmes and acknowledge the scope of potential interventions
arising from the community to address contributors to morbidity and mortality (1,61). These interventions
aim to address issues such as health behaviours or self-management of LTCs. Importantly, interventions
that focus on socio-environmental and social determinants of health connect both health system and

individual-focused interventions.

Guidelines incorporate coordination among mental health and primary care providers, and delivery of
general physical health services in mental health settings (86,93,116—118). Authors of a paper (208) on the
USA Schizophrenia Patient Outcomes Research Team (PORT) guidelines (93) identified the difficulty of
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evidence based guidelines changing clinical practice. Other studies also support this position, all the studies
that assessed the impact of the USA ADA/APA 2004 guidelines (115) that were simultaneously accompanied
by extensive educational efforts indicate that the impact on screening and monitoring rates for people
receiving antipsychotics was at best minimal (209-215). Studies conducted within the UK have yielded

similar results (196,197).

Despite the convincing evidence for the association of antipsychotic use and CMR, MetS and related diseases
in people with SMI and explicit recommendations provided by guidelines screening is often incomplete or
inconsistent (216). A review carried out in 2012 of 39 internationally published studies reported that rates of
routine baseline screening were low (50% solely for blood pressure and 59.9% for triglycerides), less than
50% for cholesterol (41.5 %), glucose (44.3 %), weight (47.9 %) and HbAlc (<25%) (216). However, a more
recent review conducted in 2016 suggested that interventions to improve screening for obesity,
hyperlipidaemia and hypertension can be effective at improving the detection of CMR, MetS and related
diseases. What is not clear is whether such interventions are sustainable in everyday clinical practice in the

long-term.

A recent systematic review of pharmacist interventions for MetS alone, its management and its prevention
(217) concluded that there was a lack of evidence. There were a few models of care that could be
implemented in practice but a lack of evidence for patient benefit (217). The authors reported that there was
limited amount of evidence of the role of pharmacy associated with positive outcomes from screening and
management and that further research is needed provide more robust evidence of clinical and cost-
effectiveness (217). The review also called for further research with key stakeholders (patients and
healthcare professionals) to determine the readiness and acceptance for pharmacists to implement

interventions in MetS.

The Health and Social Care Act 2012 (UK) set out a clear and explicitly legal responsibility for the National
Health System (NHS) to deliver parity between mental and physical health. Further, secondary care
psychiatric/mental health NHS trusts were given financial incentives to work towards meeting indicators
under the CQUIN. This included carrying out and recording screening and management for CMR, MetS and
related diseases for people with SMI. Significantly, the scheme mandated communication with the patient's
general practitioner (GP) on discharge from secondary care. In the USA, a proposition was put forward that
individuals with SMI be considered a health disparity group by the federal government (182). This included a
requirement to track health statistics of this population and to provide more opportunities supporting these

patients with their health (182).
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Since 2018 the Royal Pharmaceutical Society (RPS) in the UK has published three documents (130,131,218)
which focused on the need for pharmacy to have a greater role in supporting parity between mental and
physical health. Specific recommendations were made about providing care to support people with SMI
manage CMR, MetS and related diseases. The earliest policy documents (130,131) made several key
recommendations. First, that pharmacists are commissioned to deliver services for physical health screening
and management of people with mental health conditions. Second, that there was a need to identify how
community pharmacists could be enabled to better support people with mental health problems with their
medication. Finally, that all mental health teams should have access to a specialist mental health/psychiatric
pharmacist and that this should be as a member of the MDT in community teams, mental health inpatient

hospital wards or acute hospitals.

The most recent document (219) published in 2020 makes further specific recommendations:

. Individuals prescribed a new medication for a mental health condition would benefit from support
from community pharmacy as part of an integrated model with GPs.

. Further use should be made of the clinical skills of pharmacists working in all settings (community
pharmacy, GP practices, mental health services, primary and secondary care) to improve care.

. Patient access to physical health monitoring and public health initiatives in community pharmacy
should be improved.

. Mental health first aid and suicide prevention training should be undertaken by pharmacy teams to
facilitate their response to crisis situations.

° More specialist mental health pharmacists are needed so that existing services are sustainable, and
teams across all care settings have access to their expertise through psychiatric pharmacist liaison
posts.

. Pharmacists should have read and write access to patient medical records to facilitate the delivery

of safe, integrated, and effective patient care.

1.7 Research aims and objectives

Individuals with SMI represent a vulnerable group with multiple and substantial healthcare needs. The excess
morbidity and mortality in individuals with SMI continue to be an important global public health problem.
The excess morbidity and mortality in this population are mainly due to preventable physical health illnesses
related to CMR, MetS and related diseases. Despite identified and established risk factors for morbidity and

premature mortality, evidence for effective interventions for CMR, MetS and related diseases in people with
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SMl is limited. Pharmacy is increasingly being highlighted as a profession that has the potential to contribute
to comorbid physical and mental healthcare in both primary and secondary care settings. However, robust
high quality research supporting the role of pharmacy providing care for CMR, MetS and related diseases in

individuals with SMI is lacking.

The overarching aim of the work presented in this thesis is to understand and explain the role of pharmacy in
the lived experience of patients with SMI and CMR, MetS and related diseases (individuals with SMI in phase
2 of this research referred to themselves as patients and this term is used throughout this thesis). At
present, not enough is known about key stakeholders’ views, perceptions, and experiences of this role.
Ultimately, this research aims to develop new knowledge in the area and identify key actions for clinical
practice, policy, and research to move towards health equity for those with SMI. The specific research

objectives are:

1. To systematically review evidence relating to the role of pharmacy in CMR, MetS and related
diseases in patients with SMI.

2. To explore, document and analyse the views, perceptions, and experiences of patients with SMI,
their informal carers, caring dyads (defined here as a patient and their informal carer), care
professionals and pharmacy professionals on the role of pharmacy in managing CMR and MetS. This
will be informed by objective 1.

3. To provide strategic recommendations for pharmacy for clinical practice, policy, and research to
improve care for CMR, MetS and related diseases in patients with SMI. This will be based on the

findings from objectives 1. and 2.

1.8 Thesis structure

This chapter (Chapter One) has provided the background to the thesis including details of the burden of
cardiometabolic risk, metabolic syndrome, and related diseases for patients with severe mental illness. It also

provides an overview of the place of pharmacy in healthcare in engaging with people with these conditions.

Chapter Two presents a mixed methods systematic review of the existing literature of the role of pharmacy
in cardiometabolic risk, metabolic syndrome, and related diseases for patients with severe mental illness.
This will identify and clarify the knowledge gaps in the field. The chapter concludes with a robust rationale

for this study.
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Chapter Three outlines the methodology and methods used in this study. The philosophical and
methodological underpinnings are outlined. The utilisation of an exploratory, qualitative, semi-structured
interview approach is justified. Methods utilised for data collection, analytical techniques, and authenticity
and reliability in qualitative research are outlined. Personal reflections pertaining on the doctoral student’s

own role and position as the researcher are expounded.

Chapters Four to Eight present the study findings in a sequential manner, placing the patient at the centre
and front of this exploratory research study. Each chapter builds on the previous ones to provide novel
insights into the phenomenon. The findings of interviews with patients, informal carers, caring dyads, care

professionals and pharmacy professionals are presented, with one chapter dedicated to each of these

categories. In this study a caring dyads is defined as a patient and their informal carer. Each chapter provides

in-depth, unique, and contextualised insights into the lived experience of patients and the role of pharmacy.

The final chapter, Chapter Nine, discusses the key study findings with reference to existing research.
Reflexive and methodological insights in relation to situating the study and the researcher are expounded

and the implications for clinical practice, policy and future research are presented.
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Chapter Two: The role of pharmacy in the management of cardiometabolic risk,
metabolic syndrome, and related diseases in patients with severe mental illness: a

mixed methods systematic literature review

2.1 Introduction

The first step in undertaking any research is to review the literature to establish what is already known
setting the context for the research and informing the study design. This chapter presents the findings from a
mixed methods systematic literature review of the role of pharmacy in the management of CMR, MetS and

related diseases in patients with SMI.

2.2 Conducting a literature review

Literature reviews require comprehensive searching, quality assessment which may determine inclusion or
exclusion and narrative synthesis with the use of tables of evidence (220). A protocol, which specifies exactly

what is to be done, developed in advance specifies these requirements.

The protocol for a literature review should include the review question(s), inclusion criteria, search strategy,
study selection, quality assessment, data extraction, and approach to data analysis (221). Publication of the
protocol alerts other researchers that the review is being undertaken and minimises the potential for

duplication. Publication also provides evidence of peer review and therefore of the quality of the protocol.

Systematic reviews involve a systematic search, appraisal, and synthesis of research evidence, commonly
adheres to guidelines on the conduct of a review. Systematic reviews are used inform evidence-based
practice and this is promoted by numerous organisations including the Cochrane Collaboration (222) and the

Centre for Reviews and Dissemination (CRD) at the University of York (223).

2.3 Approach taken to systematic review in this research

The review was undertaken in accordance with guidance provided by the CRD and used a mixed methods
approach. According to the CRD (224): “The relevance of qualitative research to the assessment of health
interventions, especially those that are complex, has been recognised. As a result, qualitative and quantitative

methods are increasingly being used together in primary evaluative research. The main reason for the
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adoption of mixed-methods in primary research is to enhance relevance in the decision-making process.” The
Preferred Reporting Items for Systematic Reviews and Meta-Analyses (PRISMA) guidelines (225-227) were
used to standardise the conduct and reporting of the research (Appendix 1: PRISMA checklist). The PRISMA

checklist is relevant for mixed methods systematic reviews (226).

Mixed methods literature reviews are associated with limitations. There are no universally adopted methods
for conducting mixed methods reviews and they require significant methodological skill to conduct (228). The
literature search may produce a larger number of citations and may require more time to create multiple
searches for varying outcomes (228). There is the potential for an erosion in the depth, richness and
flexibility that occurs when qualitative data are quantized. Conversely, quantitative data are fixed and one-
dimensional. They consist of a single set of responses representing a conceptual category determined prior
to data collection and cannot be changed in response to new insights in analysis (229). Qualitative data can
be subject to collinearity, in other words theme or categories are linked to each other as a consequence of
data analysis techniques adopted (230) and this may be lost during integration of quantitative and qualitative

data in a mixed methods literature review (229).

Further, mixed methods reviews are resource intensive (228,231). Purely qualitative or quantitative
systematic reviews involve one type of synthesis whereas the mixed methods approach can involve up to
three (qualitative, quantitative and mixed/integrated) (231). This may be more challenging where resources
available to conduct the review are limited or where timescales are tight. Reviewers may have to make
pragmatic decisions about how to make the review manageable within these constraints. Finally, mixed
methods reviews are not always inherently reproducible or transparent because of the highly iterative

nature of the interpretative process (228).

24 Database search for any pre-existing systematic reviews

An initial search for pre-existing systematic reviews on the role of pharmacy in the management of CMR,
Mets and related diseases in SMI was carried out using the following databases: The CRD database and the

Cochrane Database of Systematic Reviews library. No systematic review was found.
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2.5 Details of the systematic review in this research

25.1 Aims and objectives

The primary aim of this systematic literature review was to undertake a detailed analysis and review of the
published studies that existed relating to the role of pharmacy, or pharmacy professionals in CMR, MetS or
related diseases for individuals with SMI; exploring the range of roles for pharmacy or pharmacy teams as
part of interventions relating to CMR, Mets and related diseases, for example, undertaking screening or
managing a CMR factor or advising on medication that alters CMR risk. This could include, for example, a
new or existing pharmacy service or part of an intentional research study intervention; the phrase study
intervention will be used here when referring to any and all of these. Another aim was to also undertake a
review of implementation strategies used in study interventions and their effectiveness in informing practice

and identify evidence gaps to provide a focus for future research studies.

The objectives were as follows:

1. Identify published quantitative, qualitative, or mixed methods studies relating to the role of
pharmacy or pharmacy professionals in CMR, MetS or related diseases in individuals with SMI.

2. Summarise the data and conclusions from those studies.

3. Undertake a collective appraisal of that data which consisted of a mapping review and a detailed
analysis and review of the implementation strategies used in study interventions that involved
pharmacy or pharmacy professionals in CMR, MetS and related diseases in patients with SMI.

4. ldentify limitations and evidence gaps from the studies identified and make recommendations for

areas that require further research.

2.5.2 Literature search procedure and databases searched

Protocol development was informed by CRD guidance for undertaking systematic reviews (224). Discussions
with the supervisory team clarified the objectives and specialist librarians advised on the search strategy and
searching techniques. The systematic review protocol was accepted for registration and published by
PROSPERO (Appendix 3) the international prospective register of systematic reviews in health and social care
maintained by the CRD (221); registration number CRD42018086411 (232). A search strategy (Appendix 4)

was developed iteratively through discussion as outlined above.

Database-specific search strategies were developed with assistance from a medical librarian. Eleven

electronic databases were searched from inception to January 2018: Medline, EMBASE, PsycINFO, British
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Nursing Index, AMED, Health Business Elite, Health Management Information Consortium, The Cochrane
Library, Health Technology Assessments, Scopus, and Web of Science. Appendix 4 provides detailed
information on search strategy including hand and grey literature searches. The search was repeated in

August 2020 and no new studies were identified for inclusion.

A systematic search was conducted for primary studies in which the study intervention involved pharmacy or
pharmacy professionals in CMR, MetS or related diseases in patients with SMI. Any published literature that
described an intervention involving pharmacy or pharmacy professionals in CMR, MetS or related diseases
was included; this could include, for example, a new pharmacy service or an existing service or part of an
intentional research study intervention. Elaborating on what is meant by the term ‘role’, this could include,
for example, pharmacists or pharmacy technicians, undertaking screening like weight checks, managing a
CMR factor such as smoking cessation or advising on medication such as switching medication with lower risk

propensity for weight gain. The eligibility criteria for full text review are summarised in Table 2.1 below.
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Table 2.1: Participant, Intervention, Comparator, Outcome, Study design: eligibility criteria for full-text assessment

Category Inclusion Criteria Exclusion Criteria |

Participants Individuals with SMI > 18 years
SMI: bipolar affective disorder, schizophrenia, schizoaffective disorder, psychosis, any non-organic

psychosis

Individuals with SMI
under the age of 18

Intervention Pharmacy professionals carrying out any of the following activities to any degree:

e Screening for cardiometabolic risk or metabolic syndrome, syndrome X or cardiometabolic
disease or related diseases and any of the associated risk factors including lifestyle advice, diet,
smoking, alcohol, exercise, cardiovascular disease, diabetes or prediabetes, weight, BMI, waist
circumference, overweight, obesity, lipid abnormalities and blood pressure

e Health promotion or risk reduction intervention for cardiometabolic risk or metabolic syndrome,
syndrome X or cardiometabolic disease or related diseases or any of the associated risk factors

Medicines management activities relating to the above

Any of the activities
carried out wholly by
staff who are not
pharmacy
professionals
Activities that are
carried out by
pharmacy
professionals that are
not listed

Comparators (NB it is Patients with SMI 2 18 years who did not receive any intervention
not compulsory to have

a comparator for the Patients who do not have SMI who have any intervention

Papers written in English only

study to be included)
Outcome Primary outcome: Studies that do not
e Change in rate of screening of cardiometabolic risk or metabolic syndrome, cardiometabolic measure the primary
diseases or syndrome X or any of the associated risk factors outcomes
e Change in health behaviour (risk reduction or health promotion)
e Diagnosis or identification of individual at high risk of metabolic syndrome
e Diagnosis of diseases related to cardiometabolic risk metabolic syndrome including diabetes,
cardiovascular disease, hypertension, obesity, overweight, diabetes/high risk of
diabetes/prediabetes
e Change in patient or physical health parameter (e.g., blood pressure) outcome for the above
Views, perception, opinions, experiences of patients, carers, or any care professionals on the role of
pharmacy to deliver ANY of the interventions
Study Design Any study designs No study design will
Any country be excluded

Papers not written in
the English language
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253 Study selection process

Studies were included if they met the following inclusion criteria: English-language, primary study, published
in full, utilising qualitative, quantitative, or mixed methods. Only aspects of the studies involving pharmacy or

pharmacy professionals were extracted for analysis.

First, the doctoral student (DS) conducted preliminary screening of titles to exclude any publications that
were clearly not relevant (e.g., preclinical studies). Second, the doctoral student with two other members of
the systematic review team Eileen Laughton (EL) (community hospital pharmacist) and Robyn McAskill
(RM)(mental health pharmacist) independently screened article titles and abstracts against inclusion criteria,
to identify potentially relevant studies. Third, DS, EL and RM independently reviewed full texts of studies.
Consensus on inclusion was reached by discussion between DS, EL and RM, when necessary, with supervisors

(Eleanor Bradley (EB) or lan Maidment (IM)) available for arbitration.

254 Quality assessment

A modified Mixed Methods Appraisal Tool (MMAT) (Appendix 5) was used to assess the quality of included
studies (233) by DS and EL independently. Consensus on scoring was reached by discussion between DS and

EL with supervisory team (IM and EB) available for arbitration but this was not needed.

Studies were not excluded on the assessed level of quality but the quality assessment process enhanced
study interrogation and informed interpretation of the results. In addition, one of the main aims of this
review was to obtain an overview of all the research conducted in this area; DS, EL and RM agreed that

exclusion of studies would have potentially resulted in loss of important data.

The quality assessment conducted addressed threats to external validity (e.g., risk of selection bias such as
the use of convenience sampling, lack of randomisation, lack of control groups), threats to internal validity
(e.g., contamination between the pre and post groups for quasi studies). None of the included studies

reported undertaking power analysis calculations to determine the minimum number of participants they

required.
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2.5.5 Summary of the data, data extraction, and collective appraisal

This was carried out using the following steps: summary of study characteristics, outcomes and conclusions,
mapping review and then an analysis and review of the implementation strategies used in the study
intervention. The doctoral student (DS) utilised a reading support tool (Capti®) to listen to each of the chosen
studies three times, EL and RM read and re-read the included studies. All three individuals DS, EL and RM
independently extracted data regarding information contained within each included study. Discrepancies
were resolved through discussion between DS, EL and RM. There was variability among studies for all
characteristics including participant characteristics such as definition of SMI and age, study setting, outcomes

measured and data collected.

A mapping review (234) (qualitative, quantitative and mixed methods studies) was conducted to obtain an
overview of the landscape of this particular research area. It also facilitated the identification of trends or
themes as well as identification of specific gaps prior to the more detailed analysis and review of

implementation strategies used in study interventions (234).

Thirty of the studies included an intervention that could be classified into one of three categories (i)
screening for CMR, MetS or related diseases (ii) screening, identification of risk and implementation of
interventions for CMR, MetS and related diseases (iii) implementation of clinical interventions for CMR, MetS

and related diseases.

For this review to be meaningful in informing clinical practice an understanding of how study interventions
were implemented was sought, to do this a two-step, detailed analysis and review of the implementation
strategies and their effectiveness with regards pharmacy or pharmacy professionals in CMR, MetS and
related diseases was undertaken. First, the individual implementation strategies for the study intervention
were classified into five categories: ‘Professional’ (e.g., distribution of educational materials, reminders),
‘Organisational’ (e.g., provider-oriented interventions, structural interventions), ‘Financial’ (e.g., provider
incentives), ‘Patient-centred’ (e.g., patient education) and ‘Regulatory’ (e.g., peer review). This was done
using the Cochrane Effective Practice and Organisation of Care (EPOC) taxonomy (235) (Appendix 6)
independently by three of the co-authors of the systematic review (DS, EL and RM) with discrepancies being

resolved through discussion between DS, EL and RM.

Second, an analysis of implementation strategies identified was undertaken using the Cochrane EPOC

classification system checklist (235); within each category the individual implementation strategies were

45
D. Sud, PhD Thesis, Aston University 2021



identified. For example, within the category of ‘Professional’ the individual implementation strategies used
to implement the study intervention could be the distribution of educational material or reminders. This was
only carried out for those studies where impact of the study intervention could be assessed from
guantitative outcome data provided (statistical tests of significance of data obtained for outcome parameters
reported by study authors) such as the rate of screening for MetS before and after implementation of study
intervention. Qualitative data was not analysed for this part of the review. Outcomes were further
distinguished as being either a process outcome, for example, any screening such as blood tests, rate of

identification of metabolic syndrome (236)) or a clinical outcome like smoking cessation or weight loss (237).

The results of statistical tests of significance of data obtained for outcome parameters reported by study
authors were used to classify studies into three categories as follows (see Table 2.3):

1 or J (bold) statistically significant change in all outcome parameters

™ or { statistically significant increase in at least one but not all outcome parameters

= no statistically significant change.

2.6 Results

2.6.1 Study selection and study characteristics

After duplicates were removed, 4234 unique records were found (Figure 1.1). Title screening resulted in the
exclusion of 3845 records. Title and abstract screening led to further records being excluded (n = 275) and
the remaining 114 full texts were assessed for eligibility. Eighty full texts were excluded at this stage (Figure
1.1). Appendix 7 provides detailed information on the reasons for excluding studies after full text review. The

final review included 34 studies.

34 studies were identified (Figure 1.1) but the results of two of these were combined (238,239) and analysed
as one study as the findings were from a single research study. The 33 studies showed variability for all
characteristics and outcomes (Appendix 8: Table 1). The majority of the studies (n=25) (143,186,245—
254,196,255-260,197,239-244) were quantitative, four were qualitative (261-264) and four used a mixed
methods (265—-268) study design. Twenty of these studies included a study intervention where quantitative
outcome data allowed for the impact of the study intervention to be understood. These twenty studies
included statistical tests of significance of the data obtained for outcome parameters (a pre-post study
design (n=14)), five of the studies compared groups where the study intervention was implemented versus
groups where the study intervention was not implemented (a case control study design (n=5)

(242,250,253,266,267) and one adopted a randomised controlled study design (n=1) (252).
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Records identified through Additional records identified
database searching through other sources
(n=6411) (n= 81)

Total (n = 6492)

A 4

Titles screened
(n =4234)

A 4

Duplicates removed

(n=2258)

A

} [ Screening } [Identification }

Titles and Abstracts assessed for

A 4

Records excluded

(n = 3845)
Screening of titles to exclude records that are clearly
not relevant (e.g., studies in LD, depression).

A 4

Records excluded
(n=275)
Screening of titles and abstracts against inclusion

criteria — studies were excluded at this stage if they
did not meet these criteria.

Records excluded

(n=80)
(Appendix 7)

- Diagnoses of participants not stated (n=19)

- Not a study of an intervention (n=11)

- No pharmacy or pharmacist involvement (n=11)

- Unclear/no outcomes reported (n=8)

- No mention of cardiometabolic risk factors or
metabolic syndrome (n=7)

- Data not clear/not broken down for subgroups (n=2)

- Unclear if SMi/not SMI (n=1)

- Not in English (n=1)

- >2 reasons (n=20)

eligibility
(n=389)
>
=
E Full texts assessed for eligibility
2 (n=114)
L
—
)
A 4
8 Studies included in systematic
e literature review
= (n=34)
o
=
—

Study methodology

Quantitative (n=26)
Mixed methods (n=7)
Qualitative (n=1)

Figure 1.1: Preferred Reporting Items for Systematic Reviews and Meta-Analyses flow diagram of

search strategy results
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The most common study setting for pharmacy/pharmacist intervention was a community mental
health/psychiatric outpatient clinic - 45% (n=15) of studies, followed by psychiatric inpatient wards-
36% (n=12) of studies (Appendix 8: Table 2). Four studies were based in primary care settings
(community pharmacy (n=1) (268)), one in a General Practitioner (GP) surgery (260) and two in a
primary care clinic (242,250). Early intervention/psychosis services were included as a study setting in
one study (257). One study was based in a mix of urban, non-urban and metropolitan public and
private health centres — this was classed as a separate category in the data extraction process

(238,239).

Pharmacists were involved to some extent in delivering the interventions across all the studies, and
those involved were mostly commonly specialist mental health/psychiatric pharmacists (n=9)
(143,243,245,253,256,257,260,261,267) or clinical pharmacists (n=9) (242,249—-
251,255,258,259,264,266) (Appendix 8: Table 3) as specified by study authors. It is acknowledged that
the terminology used becomes problematic here as mental health/psychiatric pharmacists consider
themselves to be clinical by the nature of their role. Differences in terminology across studies due to
differences in country of origin did not allow us to differentiate grades or qualification of pharmacists.
Pharmacy technicians were involved in one study (260) and community pharmacists were involved in
one study (268). Two studies made a broad reference to pharmacy team involvement but did not
specify specific pharmacy roles (263,268). There was a lack of diversity in the country of origin of the
studies: 53% (n= 18) were conducted in the USA and 35% (n=12) were conducted in the UK (Appendix
8: Table 1).

2.7 Summary of quality assessment

Overall the quality of the reported studies, assessed using the Mixed Methods Appraisal Tool (MMAT)
(233,269) was generally good, with twelve studies scoring **** (100%), eight studies scoring ***

(75%), and thirteen studies scoring ** (50%) or less (Table 2.2).

A limitation was identified amongst those studies that utilised qualitative data (261-264); the authors
of these studies were not clear about how collecting qualitative data was relevant to answering the
research question they were considering. Other limitations included either not reporting (n=4)
(262,264-266) or providing a justification for the method of data analysis (267). A further limitation
was a lack of reporting of researcher reflexivity within qualitative studies (n=3) (262—264) and

qualitative aspects of mixed methods studies (n=4) (265-268).
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All four mixed methods studies (265—-268) exhibited limitations and scored poorly (50% or less) on the
MMAT. These studies were not described by their authors as being ‘mixed methods’, but all included
the collection and analysis of both qualitative and quantitative data with the purpose of meeting the
overall research objective. Of these, one (267) made reference to the use of mixed data as being
relevant to the research questions. Therefore, all four mixed methods studies scored zero for
integration of qualitative and quantitative data as they provided no evidence of results obtained from

different methods being integrated during data analysis, or any discussion of integration.

The randomized controlled study (252) identified for this review scored poorly *(25%) due to the lack
of description of participant allocation, <80% reporting of outcome data and a high rate of participant
attrition (>20%). Quasi experimental approaches were utilised in thirteen (196,197,257-259,241,244—
249,254) of the quantitative outcome studies, 12 (196,197,258,259,241,245-249,254,257) of these
scored more than 50%. Seventy one per cent (143,238,251,255,256,260) (n=5) of the quantitative
descriptive studies scored 50% or more. A summary of the results of the quality assessment is shown

in Table 2.2.

49
D. Sud, PhD Thesis, Aston University 2021



Table 2.2: Quality assessment using modified Mixed Methods Appraisal Tool
Quality Appraisal of Included Studies: first author, (reference)

Qualitative studies:

Clear Data allows Relevant Data Consideration of Reflexivity Overall
question question to be sources of processing context assessment of
addressed data relevant quality
Taylor (261) v v v v v v Hokok K
McMorris,(262) v v v X v X *ok ok
Quirk, (263) v v v v v X ok ok
Shanker (264) v v X X v X *

Quantitative: randomized controlled trial
Clear Data allows Clear Clear description Outcome data: Low withdrawal Overall

question question to be  description of of allocation complete > 80% (<20%) assessment of
addressed randomisation quality
Schneiderhan (252) 4 4 4 X X X *

Quantitative: non-randomised (assessed using modified assessment criteria)
Clear Data allows Recruitment Appropriate Pre and post Outcome Overall

question question to be minimises bias measurements groups data assessment of
addressed comparable complete quality

(>80%) or

response

rate (>60%)
Runcie (241) v v v X v v * kK
Barnes (196) v v 4 v v v ok ok
Schneiderhan (243) v v v v v v *ok ko
Lizer (244) v v X v X X *
DelMonte (245) v v v X v v * ok k
McCleeary-Monthei v v v v X X *k
(247)
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Kjeldsen (249) v v v v v v *ok ok k
Ramanuj (248) v v v v v v * Rk
Sud (257) v v v v X v * ok
Koffarnus (246) v v v v v v ok ok
Barnes (197) v v v v v v ok ook
Fischler (254) v v v v v v *kok ok
Sasson (258) v v v v v v ok ok ok
Pena (259) v v v v X X **

Quantitative non-randomised
Clear Data allows Recruitment Appropriate Groups Outcome Overall
question question to be  minimises bias measurements & comparable data assessment of
addressed absence of complete quality

contamination (>80%) or
response rate
(>60%)

Taveira (242) v v v v v v ok ok
Cohen (250) 4 v v v v v ok ok
Bozymski (253) v 4 4 4 X X *%

Quantitative descriptive

Clear Data allows Sampling Sample Appropriate Response Overall

question question to be strategy representative measurements rate (>60%) assessment of
addressed relevant quality

MacHaffie (240) v v X X v X *

Gable (143) 4 v v X v X ok
Lucca (251) v 4 v v X v Hokok
Porras-Segovia 4 4 v v v v ok ok
(255)

Bozymski (256) v v X X X X koK
Sharma (238,239) v v X v v v ok ok
Raynsford (260) v v v X v X *%
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Mixed methods studies:

Clear Data allows Mixed Integration Limitations Assessment  Assessment of Which aspect Overall
question  question to methods relevant associated of qualitative  quantitative achieved assessment
be addressed design with aspect aspect lowest score of quality
relevant integration

Ohlsen v v X X X * *ae Qualitative *
(265)

Watkins v v X X X * Hdn Qualitative *
(266)

Lee (267) 4 v 4 ? X - e Qualitative **
Health v 4 v X X ok ke N/A both ok
found(268) equal

Key: v’ Yes, or methodologically sound; X, no or not methodologically sound; ? cannot tell whether methodologically sound or not
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2.8 Collective appraisal of data: mapping review and detailed analysis and review of

the implementation strategies used in study interventions
28.1 Mapping review

2.8.1.1 Role of pharmacy in the healthcare pathway

The mapping review included all 33 studies (quantitative, qualitative, and mixed methods). Figure 2.1
shows the key components of the healthcare pathway for CMR, MetS and related diseases and the

role of pharmacy in each key component.
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Care co-coordinators/CPN and
community pharmacist views of

community pharmacists undertaking

screening and health coaching and impact
on patient care (Health Foundation, 2018)

Pharmacist as part of
physical health strategy
group (Quirk, 2016)

Physical
health in
SMI

Mental
health

Physical health of patients as a
result of pharmacist clinic
measured using WHOQOL-BREF
(Lizer, 2011)

Participants reporting health,
wellbeing, self-efficacy and
ability to manage their own
health due to pharmacist input
(Taylor, 2011)

Patient Activation Measure score
after screening and health
coaching from community
pharmacist (Health Foundation,
2018)

Mental he
(including

Cardiometabolic

risk factors:
Blood pressure (BP)

Body mass index (BMI)
Waist circumference (WC)
Weight (Wt)

Glucose (Glu)

HbA1c (HbA1c)

Lipids (Lip)

CVD risk calculation (CVDr)
Alcohol (EtOH)

Diet (Diet)

Exercise (Ex)
Smoking/Tobacco (Smok)
Family history (FH) or

co-morbidity (Com) of
hypertension, diabetes,

Pharmacist as a source of health promotion
& illness prevention information - patient
views
(MacHaffie, 2002)

Advice about impact of medication on
physical health — patient views (Quirk 2016)

dyslipid lia, heart di:

L
alth care practitioners’
pharmacists) practices

and attitudes for encouraging
smoking cessation and tobacco
harm reduction (Sharma, 2018)

Patient (Shanker 2016)
and clinician (Pena,
2018) satisfaction
(views about pharmacist
undertaking this

Screening (n=27)
(Runcie, 2005) Wt, BMI, Glu
(Barnes, 2008) BP, BMI/WC, Glu/Hbalc, Lip
(Taveira, 2008) BP, BMI, Glu/HbA1c, Lip, CVDr, EtOH,Smok,Com
(Schneiderhan, 2009) all except diet, HbA1c, CVDr
(Gable, 2010) not clear but inc BP, Glu
(Lizer, 2011) not clear but inc BP, BMI, Glu, Lip
(Taylor, 2011) Ex, Smok, Wt change, EtoH, Com
(DelMonte, 2012) Glu, Lip
(Watkins, 2012) BP, BMI/Wt, WC, Glu/HA1c, Lip
(McCleeary- Monthei, 2012) Glu, Lip, FH, Com
(Kjeldsen, 2013) BP, BMI/Wt, WC, Glu, ?FH
(Ramanuj, 2013) Glu, Lip
(Lucca, 2014) ?FH, Com
(Schneiderhan, 2014)BP,Glu/HbA1c,Lip, EtOH, Smok, Com
(Barnes, 2015) BP, BMI/WC, Glu/Hbalc, Lip
(Bozymski, 2015) BP, BMI/Wt, Glu, Lip, FH
(Bozymski, 2017) BP, BMI, WC, HbA1c, Lip
(Koffarnus, 2016) HbA1c, Glu, Lip
(Fischler, 2016) BP, WC, BMI, HbA1c, Lip
(Lee, 2016) Glu, Lip
(Quirk, 2016) exact details not given
(Porras-Segovia, 2017) Glu, HbA1c, BP, Lip, Smok, Com
(Sasson, 2017) HbA1c, Lip
(Sud, 2017) All except WC and FH
(Pena, 2018) BP, Wt, Glu, Lip
(Health Foundation 2018) BP, BMI, HbA1c, Lip, Smok
(Raynsford, 2018) ? no details. Repeat if out of range

Clinical pharmacist created visual aids/dietary

asked to give opinion/view of these tools
(McMorris, 2016)

@ntification of high risk,

choices tools for use by care professionals who Ic
after patients with SMI. Care professionals were

Pharmacy developed tool for
collection of screening data:
opinion of HCP views on
usefulness (Quirk, 2016).

7

abnormal parameter or
diagnosis of disorder e.g.,

metabolic syndrome (n=10)
(Runcie, 2005) diabetes

(Taveira, 2008) hypertension,
hyperlipidaemia, diabetes, smoking,
CVDr

(Schneiderhan, 2009) metabolic
risk/syndrome

(Taylor, 2011) obese/overweight

p—
(Schneiderhan, 2014) metabolic

risk/syndrome

(Bozymski, 2015) hypertension,
hyperlipidaemia, obesity

(Lee, 2016) HbA1c, lip abnormalities
(Bozymski, 2017) cardiometabolic
comorbidity: hypertension, diabetes,
obesity/overweight, dyslipidaemia,

(Sud, 2017) comprehensive/all

(Health foundation, 2018) smok, ?ex,
diet, wt loss

@erral to external care \

professional/service (n=>5)

(Taveira, 2008) —referral to nutritionist,
physical therapist, diabetes care

(Gable, 2010) referral to primary care
HCP for BP, diabetes

(Lucca, 2014) referral to weight
management programme

(Lee, 2016) referral for HbA1c, lip inc
endocrinology, cardiology/lipid team,
lipid lowering medication, nutrition
counselling and antipsychotic switch.

(Sud, 2017; Bozymski, 2017) - referral to
primary and secondary care professionals
(e.g., inc GP, practice nurse), healthy

— @tvle programmes, smoking cessatiorj
Gplementation of intervention \

within the service/model (n=10)

(Taveira, 2008) individual diet & exercise
plans developed help patient identify family
& community support. Adjust medication for
lipids, diabetes, BP, tobacco cessation,
behavioural change -pharmacist

?(Gable, 2010) medication management (not
clear) — pharmacist

(Lizer, 2011) Ex, Ex for Wt loss, Smok
cessation — pharmacist

diahb.

(Taylor, 2011) king cessation,

)

Follow up
(n=3)

(Cohen, 2014)
Maintenance of
Hblac and BP 3
years after CVDr
clinic (usual care)

(Taveira, 2008)

(Health foundation,
2018) diet, ex,
smok, wt loss

1\ J

and CVD risk, healthy lifestyle — pharmacist,
drs and nurses

. (Lucca, 2014) if Wt gain >7% then
antipsychotic switch - drs

Repeat pathway
periodically

e
3
-
.
‘e
LIORY

(Lee, 2016) — for HbA1lc and lipid inc starting
lipid lowering therapy — psychiatrist

(Porras-Segovia, 2016) — diabetes —
pharmacist oversaw treatment

8| (Boyzmski, 2017)- referral to primary and
secondary care professionals healthy lifestyle
progr king i
management - other HCPs

2014)

Key
Impact (and direction)
Relationship/part of

measure

Figure 2.1: Mapping review

Opinion/view/experience/subjective

community/family support (Taveira, 2008)
e Only two studies included CVDr (Taveira, 2008; Sud, 2017)
e We could not include Ohlsen, 2005 (no details on role of pharmacy; Just a statement that a joint working agreement existed with pharmacy). A

e Only one study included weight change (Taylor, 2011) rather than absolute weight; only one study undertook long term follow up (Cohen,

e Only one study included behavioural change intervention implemented by pharmacist (Taveira,2008) or pharmacist in helping identify

few studies undertook renal monitoring (Taveira, 2008; Koffarnus, 2016) or substance misuse screening (Taylor 2011, Sud 2017); no
consistency across studies as to whether bloods were fasting or not; a few studies collected FH and Com but only as part of demographic data
but not as part of/towards intervention (Barnes, 2008; Lizer, 2011; DelMonte, 2012;Barnes 2015; Koffarnus, 2016).

(Sud, 2017)- referral to primary and
secondary care professionals (e.g. inc GP,
practice nurse), healthy lifestyle
progr king i

management- pharmacist and other HCPs

(Health foundation, 2018) Smok, ex, diet, wt

Q— pharmacist
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Fourteen studies (143,241,257,261,267,268,242—-244,251-253,255,256) included pharmacists in more
than one key component of the healthcare pathway. Twenty-seven (143,196,252—-
259,263,267,197,268,241-244,246,248,251) of the 33 studies included direct (e.g., pharmacist
undertaking screening such as weight measurements or blood tests) and indirect (e.g., pharmacist
writing protocols for other healthcare professionals to use) roles in screening. Ten studies (30 %)
included the identification of high risk, abnormal result or diagnosis of disorder e.g. MetS (241-
243,252,253,256,257,261,267,268). Ten studies (30%) (143,242,244,251,255-257,261,267,268)
included a clinical intervention for health promotion or risk reduction delivered directly by pharmacist
to the patient. Five studies (15%) (143,242,251,257,267) also included pharmacists referring patients
to external care professional/service as a result of identification of risk, abnormal results or diagnosis

of a disorder.

2.8.1.2 Role of pharmacy in other activities

The mapping review also illustrated pharmacists roles in other activities. This included a pharmacist as
part of a physical health strategy group (263) and clinical pharmacists creating visual aids/dietary

choices tools for use by care professionals who look after patients with SMI (262).

2.8.1.3 Gaps in the evidence base

As well as identifying the key components of the healthcare pathway where pharmacy was involved,
the mapping review also highlighted important gaps in the published evidence base where little or no
literature was found; screening of waist circumference and weight/weight change, cardiovascular and
diabetes risk assessment using formal risk assessment tools/calculators or high-dose antipsychotic or
polypharmacy with antipsychotics. Currently, national guidance within the UK recommends the use of
QRISK® (270) to assess the risk of CVD in people with schizophrenia (271). The most recent version of
this risk calculator specifically includes SMI and antipsychotic use as part of the risk assessment where
previous versions did not (272). Studies have also been published which detail risk prediction
models/algorithms specifically for CVD in patients with SMI (30) and for CMR in young people with
psychosis (273). Also lacking were studies involving pharmacy technicians in any patient facing roles. A
lack of data was found about the role/involvement of community pharmacy or pharmacy professionals
other than pharmacists (i.e., pharmacy technicians) within primary care, follow up of individuals after
implementation of a study intervention, utilisation of behaviour change, or self-management

techniques community or family support. Finally, the views, perceptions, or experiences of patients,
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(their) informal carers or caring dyads, pharmacy and care professionals where formal qualitative data

synthesis had been undertaken.

Sustainable lifestyle modification strategies as well as pharmacological treatments are needed to
address both risk factors and diseases and typically rely on support and intervention from informal
carers. It could be argued that to understand the complex interactions that underpin the management
of multiple LTCs, such as SMI and cardiometabolic risk, metabolic syndrome, and related diseases,
situating the experience of patients within the context of the caring dyad would provide insights that
would otherwise not be realised through studies where patients and their informal carers are
recruited separately. Comparing and contrasting views of each individual within the caring dyad could

provide a better understanding of the co-construction of illness management within a caring dyad.

To date, it appears that 15 observational studies have been conducted that recruited individuals with
SMI and their informal carers as dyads (13,274,283-287,275-282). All these studies employed
validated instruments such as the Zarit Burden Interview to collect data and then contrasted and
compared data collected from both the individual with SMI and their informal carer to explore
possible determinants and factors relating to the informal carer burden. One such study explored the
link between the rewards of caregiving and the coping strategies of caregivers of those with an SMI
(schizophrenia) (277). Coping efficacy accounted for significant variance both in caregivers’
psychological distress and in their expressions of praise, approval, or affection toward their ill relatives
(277). This was beyond that beyond that accounted for by the individual with SMI’s symptoms and

caregiver burden (277).

Assessment of weight gain

Weight gain was part of the screening undertaken by a pharmacist in-two studies (251,261); in one
study 75.7% of patients who attended pharmacist-led clozapine clinic (261) gained weight after
starting clozapine. In the other study (251) weight gain (n = 30) was the most commonly observed
adverse drug reaction observed by the pharmacist. The latter study (251) also included >7% weight
gain as a trigger for referral for dietary support and antipsychotic switch as recommended in current

guidance (86).
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Application of risk assessment tools/calculators

Three studies (242,250,257) included CVD risk assessment and none included diabetes risk assessment
using formal tools/calculators. Fifteen per cent of the studies (249,254,256,266) included waist
circumference as an outcome measure: this may reflect a lack of understanding of its importance as a
predictor of CVD or lack of inclusion in guidelines on which study protocols were based. Taveira et al
(242) concluded that patients with diabetes and with mental health conditions achieve the same CVD
risk reduction (using a formal CVD risk assessment calculator as an outcome measure) as those
without mental health conditions. The duration of enrolment of patients with mental health
conditions with the risk reduction clinic required to achieve outcome this was around 25% longer than

those without mental health conditions.

Follow up of patients after completion of the study intervention

One study (250) reported findings of follow up of patients after the study intervention had been
completed (242); these patients received usual care between the study intervention and the point of
collection of outcome data for follow up. This study concluded that there was no significant difference
in the duration of maintenance of blood pressure and HbA1lc up to three years after people with
diabetes with mental health conditions were discharged from a pharmacist-led cardiovascular risk
reduction clinic (250). The authors point out that their model of care was effective for treating specific
aspects of CMR or MetS or related diseases in patients with and without mental health conditions but
that more work is needed in relation to specific mental health conditions and whether further benefits
could be gained by treating both mental health conditions and physical health conditions concurrently.
This study did not provide detailed breakdown of outcomes for those with SMI and instead reported
results for those with SMI under the general heading of mental health conditions that included
diagnoses of schizophrenic disorder, episodic mood disorders including depression, bipolar disorder,

depressive disorder, and anxiety.
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2.8.2 Detailed analysis and review of implementation strategies of study intervention using the

Cochrane Effective Practice and Organisation of Care taxonomy

2.8.2.1 Studies that included quantitative data that allowed for an assessment of the impact of the

study intervention

Thirty of the studies included a study intervention that could be classified into one of three categories
(i) screening for CMR, MetS or related diseases (ii) screening, identification of risk and implementation
of interventions for CMR, MetS and related diseases (iii) Implementation of clinical interventions for
CMR, MetS and related diseases (Appendix 8: Table 4). Detailed analysis of the 20 studies that
included quantitative outcome data, classified as being process or clinical, allowing for assessment and

understanding of the impact of the study intervention is shown in Table 2.3.
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Table 2.3: Detailed analysis of the 20 studies that included outcome data that allowed for assessment of the impact of the study intervention* (1= used, 0= not used)

Domain I | < — _ < | s
53 3 1818 |<]le |8 21£€ | ) . | = 2l | s
£g o B I| € €z | T| 2 < =138 < = - D 2 3 218 |e
S o K] 4 = 4 (=} = H = w _| ¢ ‘@ £ 2 2 ~ = o 5 s
[ = c g s | S5|csEx| €d S| 3| 2 cx| =& c |l s<5| = e 2 © =
3 s |a|& | 228|528 s{E8|28[5 |58 z58 AEHFEERE 15 [58
Eg & 0 = 5 ad|SsSsMY xSl E]| o a2l ad o g I x| a »n a o
Professional 1 Educational materials 1 1 0 0 0 0 1 0 1 0 0 0 1 0 0 1 1 0 1 1 a5
2 Educational meetings 0 1 0 0 0 0 1 0 0 0 0 0 1 0 0 1 1 0 0 0 25
3 Local consensus process 1 0 0 0 0 0 0 0 0 0 0 0 0 1 0 0 0 0 0 0 10
4 Educational outreach visits 0 0 0 0 0 0 0 0 1 0 0 0 0 0 0 0 0 0 0 0 5
5 Local opinion Leaders 0 0 0 0 1 0 0 0 0 0 0 0 0 0 0 0 1 0 0 0 10
6 Patient mediated interventions 0 0 1 1 0 0 0 0 1 0 0 0 0 0 0 0 1 0 0 1 25
7 Audit and feedback 0 1 0 0 0 0 1 0 0 0 0 0 1 1 0 0 1 0 0 0 25
8 Reminders 0 0 0 0 1 1 0 1 0 0 0 0 0 0 1 0 1 0 1 0 50
9 Questionnaire** 0 1 0 0 0 0 0 0 0 0 0 0 1 0 0 0 0 0 0 0 10
Financial 10 Provider incentive 0 0 0 0 0 0 0 0 0 0 0 0 0 0 0 0 1 0 0 0 5
11 Patient 0 0 0 0 0 0 0 0 0 0 0 0 0 0 0 0 0 0 1 0 5
Patient 12 Educational materials 0 1 0 1 0 0 0 0 0 0 0 0 1 0 0 0 0 0 1 0 20
13 Reminder card** 0 1 0 0 0 0 0 0 0 0 0 0 1 0 0 0 0 0 0 0 10
14 Questionnaire** 0 1 0 0 0 0 0 0 0 0 0 0 1 0 0 0 0 0 0 0 10
15 Behaviour change 0 0 1 0 0 0 0 0 0 0 0 0 0 0 0 0 0 0 0 1 10
16 Education - face-to-face 0 0 1 1 0 0 0 1 0 0 1 0 0 0 0 0 0 0 0 1 %
17 Medication change ** 0 0 1 0 0 0 0 0 0 0 ?1 0 0 0 0 0 0 0 0 0 5(210)
18 Facilitate adherence to medicines** 0 0 0 1 0 0 0 0 0 0 0 0 0 0 0 0 0 0 0 0 5
19 Identification of family support** 0 0 1 0 0 0 0 0 0 0 0 0 0 0 0 0 0 0 0 0 5
Organisational 20 Revision of professional role 0 0 1 0 0 0 0 0 0 0 1 0 0 0 0 0 1 0 0 0 15
21 Clinical MDT team 0 0 0 0 0 0 0 0 0 0 0 1 0 0 0 0 0 1 0 1 15
22 Continuity of care 0 0 1 1 0 0 0 1 0 0 0 0 0 0 0 0 1 0 0 0 20
23 Medical systems records change 0 0 0 0 0 0 0 0 0 0 0 0 0 0 0 1 1 0 0 1 15
24 Changes in equipment 0 0 0 0 0 0 0 0 0 0 0 0 0 0 0 0 0 0 1 0 5
Total number of implementation strategies used 2 7 7 5 2 1 3 3 3 0 2(?3) 1 7 2 1 3 10 1 5 6
Process outcomes Screening 4 1 1 = 0 ? = 1 1 prxx = 1 1 1 2 [
Rate of diagnosis of MetS ) =
Mean number of abnormal metabolic =
parameters as part of MetS
Advice about smoking, diet/healthy eating, prex
exercise,
Clinical outcomes Physical health domain of WHOQOL-BREF 1
Improvement in blood results e.g., reduced 1
lipids
Time to achieve same outcome in CVDr as 4
general population
Maintenance of HbAlc and blood pressure after =
discharge from CVDr clinic
Improved PAM score proex
* if data were provided to assess impact of the intervention before and after or to a comparator group or described impact over a period of time.
**not explicitly listed in EPOC classification but agreed between authors (DS, EL, RM) *** no statistical significance analyses undertaken ? unclear
WHOQOL-BREF (a quality-of-life assessment), the physical health domain includes activities of daily living, energy and fatigue, mobility, work capacity.
PAM Patient Activation Measure: a 22-item measure that assesses patient knowledge, skill, and confidence for self-management.
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The results of statistical tests of significance of data obtained for outcome parameters reported by study authors were used to classify studies into three categories as follows (see the
following rows of the table process outcomes and clinical outcomes):

1 or | (bold) statistically significant change in all outcome parameters 1t or |statistically significant increase in at least one but not all outcome parameters = no statistically significant change

D. Sud, PhD Thesis, Aston University 2021
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These studies were published between 2007 and 2018. The most frequently used implementation
strategies identified using the EPOC taxonomy (235) were those orientated towards healthcare
professionals and patients. Of the healthcare professional-oriented implementation strategies,
distribution of educational materials (published or printed recommendations for clinical care,
including clinical practice guidelines for CMR or MetS or related diseases) was the most commonly
used (45%) (n=9) (196,197,241,246,248,249,257,259,268). Reminders, for example, computer pop-up
alert, was the next most commonly used strategy being applied in 30% of studies (n=6)
(245,247,257,259,266,267). With regards patient-orientated interventions, the use of face-to-face
education, educational materials, reminder cards and questionnaires was applied in 25% (n=5)
(242,244,252,266,268), 20% (n=4) (196,197,244,259), 10 % (n=2)(196,197) and 10% (n=2) (196,197) of
studies, respectively. Two studies used finance-orientated interventions (provider incentives (257)

(UK) and patient incentives (259) (USA) .

The total number of implementation strategies used varied from none to ten per study. The overall
median number of implementation strategies used per study was three and the mathematical mean
was 3.55. Sixteen studies (196,197,257-259,266,267,241,245,246,248,249,252—-254) reported only
process outcomes, three (242,244,250) clinical outcomes only and one (268) both process and clinical
outcomes. The relationship between the total number of implementation strategies used and impact
on the measured outcomes is unclear. The quality assessment data for these studies is reported

below.

2.8.2.2 Process outcomes

Process outcomes included screening for CMR or MetS or related diseases and the rate of
identification of MetS. In the studies with a statistically significant improvement in process outcomes
(n=7), 50% used seven or more implementation strategies (196,197,257), 60% used educational
materials (196,197,249,257), 50% used educational meetings (196,197,257) and 50% used audit and
feedback (196,197,257) all targeted at healthcare professionals. Studies using a smaller number of
implementation strategies (three or fewer) (245,249,258) also reported achieving significant
improvement in process outcomes; all of these included some form of face-to-face contact between
healthcare professionals (pharmacist-led MDT (258)), educational outreach (249) and local opinion
leaders (245)). Including pharmacists alone as part of the clinical MDT team as the sole
implementation strategy resulted in significant improvement in process outcomes in two studies

(253,258).
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Reminders such as pop-up alerts on computer systems were a frequently used implementation
strategy across the studies. Despite this, their use alone did not appear to be associated with
significant improvement in process outcomes. In one study, a pharmacist produced a template
reminding clinicians to undertake screening and attached this to the medication charts of patients
with SMI who needed screening (247); this had no impact on the rate of screening. In a study by
DelMonte et al (245); a pharmacist-designed computer pop-up alert and ‘champion psychiatrist’
concurrently formed part of an intervention to improve the uptake of blood tests for CMR or MetS or
related diseases. They found that most blood tests were ordered at the same time as the pop-up alert.
However, a follow-up study conducted a few years later using the pop-up alert alone (267) revealed a
statistically significant decline in the number of blood tests ordered within 24 hours of the reminder

suggesting that the champion psychiatrist was the more effective aspect of the intervention.

All of the studies in which there was a statistically significant improvement in all process outcomes
scored ***(75%) or more in the quality assessment except one (253) that scored **(50%). For the
mixed methods studies the quality assessment score for the quantitative aspect of the study has been

qguoted here as this part of the review was specifically concerned with quantitative data.

2.8.2.3 Clinical outcomes

Three studies investigated the impact of study interventions only on clinical outcomes (242,244,250)
two of which (242,250) scored **** (100%) and the other (244)* (25%) in the quality assessment. Two
of these studies were linked to each other in that one (250) was a follow-up study of the other (242).
The follow-up study (250) was included in the review despite the fact that it did not directly include
the implementation of a study intervention as this three year observational study provided some
valuable data and insight on follow up and long-term impact of the pharmacist intervention
(cardiovascular risk reduction clinic) included in the first study (242). The follow-up study (250) found
no significant difference between people living with diabetes with and without mental health
conditions (including those with SMI) in maintenance of diabetic control (as measured by HbA1c) and

systolic blood pressure in the three years after discharge from the cardiovascular risk reduction clinic.

In the other two studies (242,244), patient-mediated strategies and face-to-face patient education
were both utilised. One of these studies reported a significant improvement in a measure of physical

wellbeing (using the physical health domain of the WHOQOL-BREF a quality-of-life assessment tool,
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this includes activities of daily living, energy and fatigue, mobility, work capacity) (244) and the other
reported that a 25% longer (statistically significant) enrolment time in the research study was needed
to achieve the same outcome in CVD risk reduction in diabetic individuals with mental health

conditions compared with those without (242).

2.8.2.4 Study intervention with a negative impact on process outcomes

One study reported a reduction in the rate of screening (HbA1lc and lipid blood tests) for CMR or MetS
or related diseases (259). The intervention was a computerised consult added into the antipsychotic
ordering menu of patient electronic health record for referral to a pharmacist-led metabolic syndrome
monitoring clinic and was carried out over a four month period. This study scored ** (50%) as part of

the quality assessment.

2.8.2.5 Process and clinical outcomes

One study (268) was identified which looked at both process and subsequent clinical outcomes. This
study did not include any statistical analyses or statistical tests of significance of outcome data
collected and reported the raw data, for example, the number of patients who had screening done.
This study scored ** (50%) as part of the quality assessment. This study reported data on rate of
screening, provision of advice on lifestyle factors such as smoking and patient activation measure

scores.

2.9 Discussion

29.1 Discussion of findings

The primary aim of this literature review was to undertake a detailed analysis and review of the
published studies that exist exploring the role of pharmacy, or pharmacy professionals in CMR or MetS

or related diseases in individuals with SMI.

The majority of published evidence exists for specialist mental health or clinical pharmacists’
involvement in screening either directly and indirectly based in community mental health/psychiatric
outpatient clinics. Some evidence exists for pharmacists’ involvement in identification of individuals at
high risk for diagnosis of CMR, MetS or related disease and in the provision of a clinical intervention

for health promotion or risk reduction. A small number (n=6) of studies included a pharmacist in the
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study intervention at all key components of this healthcare pathway from screening, through to
identification of high risk, abnormal parameter, or diagnosis of disorder such as MetS and then
implementation of clinical intervention. However, only three studies included any follow up after

implementation of an intervention.

Sixty percent (n=20) of studies included quantitative outcome data (process or clinical) that allowed
for assessment of the impact of the study intervention. Fifty five per cent of these studies (n=11)
included a pharmacist undertaking screening and 30% (n=6)((242,244,256,257,267,268) included a
pharmacist in key components of the healthcare pathway. Of those, 20 studies 35% (n=7)
(196,197,245,249,256-258) reported statistically significant improvement in all process outcomes (e.g.
rate of diagnosis of MetS) and 10% (n=2)(242,244) in all clinical outcomes measured (e.g. physical
health domain of WHOQOL-BREF).

Factors, some of which overlap, that facilitate specialist mental health or clinical pharmacist
involvement in screening of CMR, MetS and related diseases in those with SMI may include: being part
of and having a clearly defined role within a MDT; access to appropriate resources; effective
engagement with those with SMI; effective collaboration with MDT/management within healthcare
settings to facilitate set up and roll out of services; clinical knowledge, skills and training (e.g. taking
blood samples and ordering lab measurements); systematic approach (e.g. application of standardised

care) and trusted member of healthcare team and enhanced roles that include prescribing.

The risk of CMR, MetS and related diseases in patients with SMl is increased with the use of high-dose
antipsychotic therapy (288-290). Antipsychotic polypharmacy frequently results in high-dose
prescribing (197). No specific information was found in the published studies about the role of
pharmacy in monitoring or managing either high-dose antipsychotic or antipsychotic polypharmacy in

patients with SMI. This should be the focus of further studies particularly on inpatient units.

Very little evidence currently exists on the role of impact of pharmacy in direct patient facing activities
other than screening or the role or impact of community pharmacists or other pharmacy
professionals in primary care. No evidence exists for GP practice based pharmacists. This data
primarily comes from the USA and the UK. Even in countries with well-developed secondary
psychiatric care systems (including the UK) the role of primary care is key (291). Up to a third of people
with SMI are treated solely in primary care in the UK (264). Accessibility is a known social determinant

of health (179). Recent work has shown that 90% of the population can access a community pharmacy
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within a 20 minute walk from where they live (292). Individuals who experience the highest rates of
deprivation, which includes those with SMI, could benefit the greatest from this level of access (179).

Thus, the role of community pharmacy in this area represents a significant gap in the evidence base.

Clinical outcomes were reported for two studies (242,244) where the study intervention was a
pharmacist-led clinic, in each of these studies the pharmacists saw patients with at regular intervals
and implemented a wide range of interventions including pharmacological and behavioural
interventions for hypertension, hyperlipaemia, diabetes mellitus, and smoking. So, pharmacy could
have a role to play beyond screening and towards identification of risk, abnormal result, diagnosis, and
implementation of clinical interventions for CMR, MetS and related diseases. There is a lack of data
and studies on clinical outcomes and studies that examine the link between specific process outcomes
such as screening for diabetes using HbAlc and subsequent improvements in clinical outcomes like
improved diabetes risk or control, diabetes risk calculators or cardiovascular risk calculators of those

with SMI.

Very little evidence, however, was found for pharmacist’s involvement in screening for weight, weight
gain or change or waist circumference. This limited evidence is despite the fact that systematic
reviews show that the prevalence of overweight and obesity is two- to three -fold higher in those with
SMI than in the general population (51). A recent study conducted in North America found nearly
80% of a sample of over 10,000 people with diagnoses of SMI to be overweight or obese (293).
Another systematic review found that waist circumference enables prediction of MetS with a
sensitivity of 79.4% and a specificity of 78.8% (38). The International Diabetes Federation emphasises
the importance of waist circumference as feature of MetS (56). Weight, weight gain and waist
circumference should be included in any screening intervention involving pharmacists given their

increased prevalence and usefulness in predicting MetS.

Improving the physical healthcare for those with SMI is a key component of current mental health
guidelines, policies and commission documents globally (116,199,294—-296). A recent cross sectional
study of 5091 patients with schizophrenia in secondary care psychiatric services (297) found low rates
of clinical interventions for elevated blood pressure (25.2%), cholesterol levels (19.9%), glucose levels
(53.5%) and smoking (57.2%) where screening indicated a need. Such patients are also less likely to
receive treatment for cardiovascular conditions (298) or diabetes (299). This represents a potential
opportunity for pharmacy to become involved particularly as this review has shown the significant and

positive impact of specialist mental health pharmacist/clinical pharmacists on improving rate process
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outcomes (i.e., screening). However, much more needs to be done and published relating to those
components of the healthcare pathway that follow screening. Namely, identification of high risk,
abnormal parameter, calculation of risk using an appropriate tool or diagnosis of disorder e.g.,
metabolic syndrome, implementation of intervention or referral for intervention and follow up. The
value, or lack of value, of screening can only be assessed if measures or action is taken to treat or

prevent problems highlighted by the screening (300).

Where qualitative data was collected in studies this was not subject to any qualitative data synthesis
by study authors and where it was the method of synthesis was not justified. In addition, researcher
reflexivity was not reported; there was no examination or critique of how the researcher impacted on
the study or the participants. As a result of this and the variability that existed within the studies that
collected qualitative data utilisation of qualitative data in this systematic review was limited to the

mapping review.

Qualitative data was included as part of the mapping review. Qualitative research has the potential to
make significant contributions to health services and policy research. It provides valuable insights into
the ways that health is conceptualised, experiences of health and illness, dynamics of MDTs and
numerous aspects of care delivery (301). In addition, the potential value of the mixed methods

approach of this review has not been fully realised due to the lack of qualitative data.

Three quarters of the studies that utilised a mixed methods approach did not explain how this
approach was relevant to answering research question and all mixed methods studies failed to
integrate the quantitative and qualitative data collected. In the absence of integration, the knowledge
harvested is only equivalent to the sum of that derived from a qualitative study and a quantitative
study undertaken separately, rather than achieving a “whole greater than the sum of the parts” (302).

Overall, there is a lack of robust mixed methods studies on this topic.

High quality RCT data is lacking. Numerous good quality quantitative studies exist that utilise non-
randomised (mainly quasi) and descriptive approaches. These quasi studies were performed at
population level and may therefore have included individuals who may otherwise have been excluded
from RCTs such as the severely unwell. Quasi studies are also viewed as being more pragmatic in
evaluating the real-world effectiveness of a study intervention as it is usually implemented by clinical
staff, rather than by research staff under research conditions (303). Therefore, quasi-experimental

studies may also be more generalisable and have better external validity than RCTs (303). However,
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bias can occur in these types of study leading to a threat to internal validity as differences between

active and control groups are not accounted for (303).

Other aims of the systematic review were to undertake a detailed analysis and review of
implementation strategies used in study interventions and their effectiveness to inform practice and
to identify evidence gaps to provide a focus for future research studies. It was not clear how the total
number or type of implementation strategies used for the study intervention were selected. None of
the studies had any measures of implementation fidelity (304). Three studies discussed identification
of particular barriers to care in clinical practice (196,197,259) with, in one study subsequent
implementation strategies being developed/chosen to target these barriers in one study (259). In one
study the authors acknowledge that information on the actual implementation of the intervention was

not collected (197).

The duration of time over which the study was conducted is also important. The study that showed a
reduction in the rate of screening for CMR or MetS or related diseases (259) was conducted over a
four month period. There are several possible reasons for this reduction the intervention was not fully
understood by the health professionals to whom it was targeted, fatigue to electronic alerts or that
the timeframe selected was not appropriate (current guidelines recommend annual screening). This
may represent a flaw in study design rather than a positive or negative outcome of the study; the

study may not have been conducted over a clinically appropriate duration of time.

The relationship between the total number of implementation strategies chosen and the subsequent
impact on outcomes measured is unclear for either process outcomes such as rate of blood testing or
clinical outcomes such as improvement in lipid results. What may be more important is the specific
type of implementation strategies chosen; the specificity of the implementation strategy chosen is
important. In relations to process outcomes, the following strategies appear to be particularly
effective: educational materials, educational meetings, clinical audit and feedback and any strategy
that uses face-to-face interaction between healthcare professionals. The use of multiple strategies (>
one strategy) carries with it an inherent problem in determination of causality and the effectiveness of
individual implementation strategies when more than one is used. Any overlap, repetition, synergy or
hindrance that may occur as a result is also difficult to determine. In common with other reviews,
there is a lack of studies where head-to-head comparison of different implementation strategies

(237,305).
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The most important finding of this literature review is that the sole use of face-to-face interaction (as
an implementation strategy) between pharmacists and other healthcare professionals, for example, as
part of an MDT on a ward) consistently and significantly improves process outcomes (e.g., rate of
screening for a comprehensive set of cardiometabolic risk factors or metabolic syndrome) for those

with CMR, MetS and related diseases and SMI.

2.9.2 Strengths

This literature review used a robust systematic search strategy and data was appraised using validated
methodology and appropriate tools. In addition, assessment of the methodological quality, mapping
review and assessment of the implementation strategies was carried out and checked independently
by three authors using an internationally recognised taxonomy (235). The inclusion of all types of
study is also a major strength and reflects that studies and data and outcomes of all types contributes

to the understanding of this area of clinical practice.

The authors of this review have direct experience relevant to the research area of this review. DS, EL,
RM and IM have experience working as practising clinical pharmacists within MDTs. DS, RM, and IM
also have experience of working within mental health settings and both IM and EB have extensive

experience of conducting applied research within mental health settings.

The mapping review was conducted as a mixed methods review that facilitated the identification of
trends or themes as well as identification of specific gaps which would otherwise not have been

possible if we had only used either qualitative or quantitative studies.

Mixed methods combine the strengths of, and to compensate for, the limitations of quantitative and
qualitative approaches and therefore allows insights that might be omitted when only a single method
is adopted (306). Qualitative data can be used to interpret quantitative results and quantitative data
to generalize the findings from qualitative research. A mixed methods approach allows for a better
understand a new phenomenon (qualitative methods) and to measure magnitude, trends, causes, and

effects (quantitative methods) (306).

Decision makers often face complex issues in healthcare that cannot be addressed using quantitative
or qualitative research alone (307). As part of evidence-based practice, systematic reviews have

become an essential resource used by decision makers to inform practices, policies, guidelines, and
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the development of interventions (307). For example, systematic reviews that focus on the
effectiveness of interventions and that meta-analysis may not be completely adequate in informing
decision in that there may be a lack of information relating to intervention context, acceptability, and
feasibility(2). In other words, mixed methods can generate evidence not only of the effectiveness of

the intervention, but also on how it is delivered in clinical practice.

Conclusions based on mixed methods systematic reviews could therefore be seen to be much stronger
as they are based on convergence and collaboration of findings from studies that use mixed methods,

qualitative and quantitative methods.

2.9.3 Limitations

There are limitations at two levels within this review; limitations at an individual study level included
in the results and discussion and more general limitations with this approach. Outcomes reported by
studies may have been impacted by factors external to the study protocol such as concurrent
healthcare or quality improvement programmes, initiatives or healthcare staff that distracted or raised
awareness of the study intervention. This was acknowledged in some of the studies (197,245,267).
Improvements in outcomes reported may have been an artefact arising from improved
documentation or systems rather than the intervention itself. Conversely, where the impact of the
intervention was found to be less effective on outcomes, this may be due to data collection issues

such as inability to access records.

Interpretation of the association between the implementation strategy, improved process and/or
clinical outcome is not possible without being able to assess the intervention fidelity as it was not
reported. Study authors did not provide detailed description of how or to what extent the strategies

were implemented.

A limitation of the use of any taxonomy is that the results presented are in part subjective, an
interpretation by EL, RM and the doctoral student of the main method of delivery as described by the
authors of the study under review. For instance, some interventions cannot be delivered in a mutually
exclusive fashion, classification of a study as patient-orientated intervention using ‘educational
materials’ could not have been completely free from ‘face-to-face education’ by the healthcare
professional who gave these materials to the patient. Another limitation of using this taxonomy is

that it states that screening for healthcare parameters is not considered or included as a patient-
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centred intervention. It might be argued that undertaking a blood test, for example, is an intervention
as it increases the awareness of the patient that there is a requirement for the screening to be done.
Indeed, the rationale for screening might well be discussed with them at the point the screening is
being undertaken. If patients are aware of the requirement to be screened, then then this is a form of

education for the patient.

Finally, more recently there has been increasing consideration of using the concept of person-centred
rather than patient-centred care. Although person-centred and patient-centred care differ, the terms
are often used interchangeably in the literature (308-310). Patient-centred care has a greater focus on
the need of care patients have in common related to their disease and treatment. Person-centred care
on the includes needs but places emphasis on the capabilities and strengths that each person
possesses as resources in a collaborative partnership between the patient and healthcare
professionals (310,311). A concept review highlighted the key difference between person-centred
when compared to patient-centred care in that the former focuses on a deeper level of a meaningful
(person) versus a functional (patient) life (312). Published literature and guidance is increasingly using
the term person-centred rather than patient-centred to reflect this focus on person-centred care -

where used in this thesis the exact term used reflects that used in the that literature being cited.

Other limitations of note include:

(1) Variability among studies in healthcare setting, outcome measures chosen and timing of
intervention - this makes it difficult to interpret what works for whom in what circumstances.

(2) Detailed exploration of and consideration was given to possible ways in which the studies
could be compared however, variability of aims, study design/models delivered, population
demographics, data collected and outcomes measured prevented integrated quantitative
synthesis/data pooling (e.g., meta-analysis). This review-relied wholly on statistical analyses
carried out by study authors.

(3) Studies where outcomes were recorded under group headings rather than specific groups, for
example, pharmacy professionals within healthcare professionals group (238,239), and those
with SMI within all individuals with mental health conditions (242,250).

(4) Lack of reporting of patient diagnosis; nineteen studies were excluded purely on the basis that
diagnoses were not stated as part of the data collection — potentially important data or

information about the role of pharmacy may have been lost.
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(5) The search was restricted to articles published in English; it is therefore possible that this
literature review failed to retrieve all studies that may have been eligible for addressing the
research question.

(6) Some of the studies identified for this review reported the results of audits conducted within
healthcare settings. Within some of these audits the audit criteria allow for refusal or decline
by the patient, like a refusal to have a blood test, to be recorded in outcome data as being
compliant (i.e., the same as someone having a blood test). However, where research studies
are conducted a refusal would be regarded as attrition. As such this may have resulted in an
overestimation of the effect of the study intervention for those where audit data was being

reported.

2.10 Chapter summary

The most important finding of this literature review is that the sole use of face-to-face interaction
consistently and significantly improves the process outcomes for those with CMR, MetS and related
diseases and SMI. Implementation strategies that did not include any form of face-to-face contact
were less effective for process outcomes. Despite being frequently employed within studies, the sole
use of reminders like pop-up alerts on computer systems appears to have no statistically significant
impact on process outcomes. Two important recommendations can be made from this review, first,
incorporation of face-to-face interaction as part of any implementation strategy chosen and, second,

discourage the sole dependence on pop-up alerts.

There is a paucity of good quality qualitative and mixed methods studies which collect data on clinical
outcomes, the link between process outcomes and clinical outcomes for example the provision of
advice about lifestyle and improvements in CVD risk score, and studies conducted in primary care with
community pharmacy teams. Qualitative data will provide important information about the views,
experiences, and perceptions of key stakeholders: patients, informal carers, caring dyads, pharmacy
professionals and care professionals about pharmacy. This type of data will inform current and future

practice as well other qualitative and quantitative research studies.

A King’s Fund document published in 2009 (313) states that the starting point for measuring patient’s
experiences is an agreed set of standards together with a set of measurable indicators. At the heart of
these should be patient-centred care and patients’ priorities. Implicit in this is the need to ensure that

those things being measured are those that matter most to patients and this forms an essential
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component of strategies to improve those experiences. This is underpinned by robust evidence on key
stakeholders’ experiences of individuals who receive care and those who deliver that care. The lack of
standards and robust evidence on experiences outlined above point to the need for a qualitative
exploratory study. This approach is also supported by the need to develop an in-depth understanding

of unknown and potentially complex phenomenon (314,315).

Mixed method studies would be instrumental in the development and testing of interventions
delivered by pharmacy - in the development of the intervention, during the evaluation of the
intervention, and after the follow up and assessment of outcomes is completed. Mixed methods study
designs also mitigate some of the intrinsic weakness or intrinsic biases and the problems that come
from single method studies. Studies conducted in primary care and community are vital as there is
great potential for impact; a significant proportion people with mental health problems are cared for
entirely within primary care and a significant proportion of the population can access a community

pharmacy a short walk from where they live.
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Chapter Three: Research methodologies and methods

3.1 Introduction

This chapter presents the methodological and procedural approaches employed in this study exploring
the lived experience of patients with CMR, MetS and related diseases and SMI and the role of
pharmacy in this lived experience. The chapter begins by outlining the objectives for this empirical
inquiry designed to address some of the deficits in the existing literature (outlined in Chapter Two).
The ethical, methodological, and practical challenges of conducting research with key stakeholders
including patients, informal carers, caring dyads, pharmacy professionals and care professionals are
considered. A discussion of how these considerations informed the strategy, including the
philosophical orientation, approaches used and study design is presented. The research setting and
sampling framework is then described and the procedures for recruitment and consent outlined.

Methods to collect, organise, analyse, and ensure the quality of the data collected are detailed.

This multi-methods study was conducted in three phases: phase 1, a systematic literature review
(Chapter Two); phase 2, qualitative exploratory research using framework analysis (Chapters Four to
Eight) and phase 3: recommendations and conclusions (Chapter Nine). Chapters One and Two
provided the background to this study, outlining existing knowledge in the area. This highlighted the
recommendations made for the role of pharmacy in relation to SMI with CMR, MetS and related
diseases. However, currently no standards or guidelines detailing specific information about this role
exist. Chapter Two provided the methods, results, and findings of the systematic literature review and
demonstrated the need for robust qualitative exploratory research into the role of pharmacy in the

lived experience of patients with SMI.

The lack of standards and robust evidence on experiences outlined in the systematic review in Chapter
Two also point to the need for a qualitative exploratory study. This approach is also supported by the
need to develop an in-depth understanding of unknown and potentially complex phenomenon

(314,315).

The overall objective of phase 2 (Chapter Four to Eight) of this research is to explore and document
the views, perceptions, and experiences of five key categories of individuals involved in the care of
patients with CMR, MetS and related diseases and SMI: patients, informal carers, patients, caring

dyads, care professionals (other than pharmacy) and pharmacy professionals.
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3.2 Methodology

3.2.1 Philosophies underpinning research

A variety of philosophical approaches to research exist. At the outset of a research study it is
important to select an appropriate philosophical approach as this will facilitate alignment of
methodological choice, research strategy and data collection methods, this is imperative in the
production of a coherent research design (316). This study aligned broadly to an
Interpretivist-constructionist philosophical orientation philosophical orientation.

3.2.2 Research philosophies

The main research philosophies (316) are: positivism, post-positivism; interpretivism, constructivism,
and critical realism. Positivism is used predominantly within the natural sciences. The philosophies
most commonly used in social sciences and health research are post-positivism, interpretivism and

constructivism (317).

Positivism assumes that reality is fixed, directly measurable and that there is just one truth, a
deductive approach is taken. A hypothesis is developed and tested usually by quantitative methods,
possibly resulting in the positing of a new theory (317). Post-positivism is also known as
methodological pluralism (318) and evolved from the positivist paradigm. It is concerned with the
subjectivity of reality and moves away from the purely objective stance adopted by the logical
positivists (319). Interpretivism, on the other hand, takes an inductive approach and uses observation

to develop fresh understandings and possibly theories (317).

Constructivists believe that there are multiple realities constructed by the individual’s experiences and
perceptions, rather than there being a single true reality (320). A constructivist paradigm therefore
argues that our reality (the way we see the world) is guided by our individual subjective and socio-
cultural experiences, suggesting that it is impossible to separate the values and assumptions, which
make up an individual’s identity and guide their activities. Constructivists therefore conclude that

‘objective knowledge’ cannot be achieved (321).

Critical realism distinguishes between the 'real' world and the 'observable' world (322). The 'real’
world cannot be observed and exists independent from human perceptions, theories, and
constructions (323). The world as we know and understand it is constructed from our perspectives and

experiences, through what is 'observable' (324). According to critical realists, observable events are

74
D. Sud, PhD Thesis, Aston University 2021



caused by unobservable structures and the social world can be understood only if the structures that
generate events are understood. The realist standpoint has greater congruence with the

contextual variations within this inquiry but not the lived experience of patients.

3.23 Justification for adopting an Interpretivist-constructionist orientation

Research that seeks to understand human experience and behaviour is broadly situated within an
interpretivist worldview (325,326). The term ‘interpretivist’ is used synonymously within the literature
with other terms such as constructivist and naturalistic (327) because of their common ‘intellectual
heritage’ (328). Research conducted from this orientation aims to gain insights into ‘the complex
world of experiences and social world. By studying the ‘meanings’ that the patients construct and
negotiate through their language and interactions, insights into their individual and social worlds can

be gained (326,329).

Within the Interpretivist philosophy there is no objective, value-neutral knowledge as all knowledge is
interpreted and constructed (330). Constructionists focus on discourse or the social activities that
occur (331). Meanings are negotiated and co-constructed through interactions with other agents in
the social world of the individual and are created and re-created as a result of their perspectives
within context (332). By ascribing to an interpretivist-constructionist standpoint within this study it
upholds the view that patients’ accounts may differ from that of others but remain valid. Furthermore,
it comprehends the reciprocity between the individuals and their social world in the generation and

interpretation of knowledge.

The use of an interpretivist approach is suitable where the problems and the research questions being
explored aim to allow the researcher an understanding of specific issues or topics such as the
conditions that serve to disadvantage and exclude individuals or cultures, such as hierarchy,
hegemony, racism, sexism, unequal power relations, identity, or inequities in our society (326). This
area of research is under-explored, involves some participants who could be considered to be
marginalised and the doctoral researcher was driven to conduct research with a person-centred

approach.

Ontologically, this study viewed the social world as ‘in the making’ (333) with multiple realities (325).
Reality is a product of one’s own creation and each individual sees and interprets the world and their

experiences through personal belief systems (334,335). From this philosophical orientation the role of
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the researcher is situated within the inquiry to explore experiences and co-construct reality (326). The
doctoral student is an insider researcher and brings a wealth of experience, knowledge and

understanding to the study.

The use of an interpretivist- constructionist approach can be justified because the philosophical
beliefs associated with interpretivism are closely aligned with the beliefs of the doctoral student and

the study.

Table 3.1: Aspects of an interpretivist-constructionist approach applied in this research

Interpretivist-constructionist In Phase 2 of this research.
approach
Ontological Multiple realities are constructed Participants were patients,
(the nature of reality) through an individuals’ lived informal carers, caring dyads,
experience and interaction with other | pharmacy professionals and
individuals care professionals

Multiple realities constructed
through lived experience
Inquiry was made into views
and experiences of care and

illness
Epistemological (how Co-construction of reality occurs Data was generated using
reality is known, what between the researcher and the semi-structured interviews
you can know about it) | participant and moulded by individual | undertaken by the doctoral
experiences student
Axiological (the role of | Individuals’ values are honoured Reflexivity: reflexive diary and
values) field notes were kept

throughout the course of data
collection from participants

Methodological (the Inductive analysis methods to identify | Aninductive* method was
approach to inquiry) patterns, deductive methods to chosen for use for the data
structure and format patterns collection process i.e., semi-

Methods used are qualitative in nature | structured interviews

and include interviews, observation,

focus groups and analysis of texts and

dialogue
*It is not possible, or indeed desirable, for research exploring the lived experience of disease and illness
to be truly and entirely inductive, the values of the researcher are always present (336).

3.24 Justification for the use of thematic analysis as an interpretive process

Thematic analysis (TA) can be applied across a range of theoretical and epistemological analytical
approaches including interpretivism, the approach underpinning the present research, and is

therefore a suitable method to identify key themes and address the research question or questions.
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Smith & Firth (11) describe TA as an interpretive process, whereby the researcher systematically
searches through data to identify patterns, with the aim of describing the phenomenon under
investigation. In an interpretivist-constructionist approach, TA can emphasise the social, cultural, and
structural contexts that influence individuals’ experiences, enabling the development of knowledge
that is constructed through interactions between the researcher and the research participants,
revealing the meanings that are socially constructed (12). TA can generate unanticipated insights not
overtly observed by the researcher (337,338). TA can be used to explore participants' lived
experiences, perspectives, behaviour and practice; the factors and social processes that influence and

shape particular phenomena (339) which is central to this study.

TA uses both inductive and deductive reasoning to analyse data. In inductive ‘bottom up’ reasoning
categories of meaning, and relationships between categories are derived from the data collected from
participants. In deductive ‘top down’ reasoning analysis is driven by the research question, broader
theoretical assumptions, experience of the researcher, knowledge generated from background

reading on this topic and findings generated from literature reviews.

Braun & Clarke offer a tripartite typology of TA, consisting of ‘coding reliability’, ‘codebook’ and
‘reflexive’ approaches (340) (see Figure 3.1 below). (i) ‘Coding reliability’ captures neopositivist
approaches; at its core is concerned with ‘objective’ coding. The use of a codebook for the analytic
process, and often multiple coders, is key to ensuring ‘accurate’ and ‘reliable’ coding. Themes are
developed early on in, or even prior to, analysis. Inductive analysis is grounded in the data, deductive
analysis is guided and informed by knowledge, skills and understanding of the research team and
other information, for example a systematic literature review. (ii) ‘Codebook’ TA captures a group of
methods that broadly sit within a qualitative paradigm. They use a structured coding framework for
developing and documenting the analysis. Themes are initially developed early in the process but can
be refined or new themes elaborated. Examples of this type of TA includes framework analysis and
template analysis. (iii) ‘Reflexive’ TA includes approaches that fully embrace qualitative research
values and the subjective skills the researcher brings. This does however, mean that there is a high
degree of subjectivity as it is dependent on one person. Analysis, which can be more inductive or more
deductive and theoretically led, is a situated interpretative reflexive process. Coding frameworks are
not used in this approach. As for any type of qualitative research, themes are the final ‘outcome’ of

data analysis and analytical iteration.
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>
Partially qualitative Purely qualitative

THEMATIC ANALYSIS CONTINUUM

Figure 3.1 Tripartite typology of thematic analysis (based on (340))

3.2.5 Justification for the use of framework analysis

Data analysis, although supported by the supervisory team, was conducted by the doctoral student
alone, as such a coding reliability approach was not considered suitable as it requires multiple coders.
Framework analysis, a type of codebook approach, was considered a better choice than reflexive TA
approach, because it emphasises how both a priori issues and themes identified from the data guide
the development of the analytic framework. This was something that fitted the aims of this study in
that there were predefined areas for exploration but also a need to be open to discover the
unexpected. Framework analysis is designed to help manage relatively large qualitative data sets.
Ritchie & Spencer (341) outline four types of research questions that framework analysis can helpfully
address:
e Contextual: identifying the nature and form of what exists (e.g., research that explores the
experiences of pregnant women who suffer from psychological distress (342));
e Diagnostic: examining the causes of, or reasons for, what exists (e.g., research that explores
the barriers to young women with eating disorders seeking support and care (343));
e Evaluative: appraising the effectiveness of what exists (e.g., research that evaluates the
helpful factors of group intervention for depression and anxiety (344));
e Strategic: identifying new theories, policies, plans or actions (e.g., research that identifies the

requirements for implementing paediatric care closer to home (345)).

The research question guiding this study fits with all these categories in that patients’ experiences of
CMR, MetS and related diseases and SMI is being explored, (contextual), but also how these patients
made sense of their ilinesses (diagnostic) as well as their evaluation of the care they had received
(evaluative). Further, in identifying recommendations and actions for pharmacy services to provide

care and support for patients (strategic).

Part of this study involved recruiting caring dyads (patients and their informal carers). Themes were

identified using framework analysis but because of the nature of the data additional techniques were
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applied to fully realise the value of this data. Transcripts of patient and their informal carer were
contrasted and compared with each other. It was anticipated that by using this qualitative dyadic
approach, the dyadic version achieved would reveal more than the sum of two individual versions and
enrich the perception of the phenomenon and shared experience of the phenomenon under study.

The perspective of the dyad from the researcher’s interpretation and synthesis would facilitate this.

3.3 Complete and transparent reporting

Complete and transparent reporting of research provides information about the significance and rigor
of the work. The consolidated criteria for reporting qualitative studies (COREQ) (346) was completed

as part of this research to demonstrate this (Appendix 2).

3.4 Authenticity and reliability in qualitative research

The idea of having a single pre-determined criterion for evaluating the authenticity and reliability of
diverse approaches used within qualitative research has been challenged by interpretivist
methodologists. Qualitative research encompasses numerous research methods underpinned by
different research paradigms and theories thus rendering a single evaluative criteria inappropriate
(25). Of central importance is the need to be transparent: declaring philosophical stance, justifying
selection of specific methods in relation to the research question and avoid method slurring. Also,
providing detailed accounts of data analysis to enhance the transparency of the research findings and

strengthen the conclusions drawn (347).

There has been much debate about the most appropriate terms (trustworthiness, rigor, validity,
reliability, authenticity) for assessing qualitative research (348). The most widely used criteria for
evaluating qualitative research are those developed by Lincoln & Guba (349) and they use the term
trustworthiness. Lincoln & Guba state that trustworthiness is used as the central concept to appraise
the rigour of a qualitative study (350) and propose seven constructs which ensure trustworthiness:
credibility, transferability, dependability, confirmability, deviant case analysis, social desirability, and
member checking (350). The constructs which are applied in this research study are discussed below

together with suggested approaches (349,351-353).
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3.4.1 Aspects of phase 2 of this of this research contributing to trustworthiness

Table 3.2: Aspects of this research contributing to trustworthiness (349,351-353)

Credibility

e Adopted a recognised research method used previously by

researchers working in same field

e Familiarity with the culture of participating organisations, in this
case mental health NHS Trust and GP surgeries

e Potential participants were given the opportunity to refuse to
participate and to withdraw at any time

e Honest participation was encouraged

e Emphasis was placed on the independence of the interviewer (in
this case the doctoral researcher)

e Frequent meetings between the researcher and supervisory team

e Peer scrutiny of the research project

e Thick description of the phenomenon was provided

e Previous research in the field was examined carefully (systematic
literature review)

Transferability

Context and details of the research is provided:
The employing organisation

Exclusion criteria

The number of participants

The data collection methods

The number and length of interviews

e The data collection time period

Dependability

Information provided on:

e Research design and its implementation
e Operational detail of data collection

o Reflective appraisal of the research

Confirmability

Providing:

Detailed methodological descriptions
Justification of methods used.
Reflexive approach

e Critical review

Deviant case analysis

During the data analysis process any presentation of cases that were
inconsistent with the emerging analysis were discussed with
supervisory team

Helped refine the analysis until all or most of the cases under scrutiny
could be explained

Social desirability

The following strategies were taken to minimise the impact of this:

e When the interviews were set up measures were taken to ensure
that the location was private and not within earshot of others

e Used approaches to establish rapport with participants, including
the use of humour, and demonstrating respect

e Questioning techniques were used such as indirect questioning,
providing assurances, probing for more information, requesting
examples, prefacing the question
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3.5 Researcher reflections

3.5.1 Researcher positionality

In the absence of a unifying philosophical orientation, it is the responsibility of the researcher to
define the position for viewing the strategy and products of the inquiry (354). It was evident that the
philosophical position of this research was influenced by the doctoral researcher’s own lens and the
motivation and purpose of this study. The doctoral student came to this research as a healthcare
professional, with a professional identity as a hospital pharmacist with 24 years of practice split almost
equally between general medicine and psychiatry. The doctoral student is a female who identifies as

South Asian born in the UK of first generation immigrants.

This history, background and identity influenced how the researcher viewed the world around them.
Currently practicing as a mental health pharmacist in psychiatry, the doctoral student ascribed to a
person-centred holistic model of clinical practice, that comprehends the whole patient and their
informal carers in the assessment, planning, delivery and evaluation of care (355—-357). This approach
is individualised, underpinned by viewing the person (patient) as not reduced to organ systems or
activities, but perceives body and mind as intertwined as a multifaceted human being (358). It must be
acknowledged that whilst an interpretivist-constructionist approach is being taken the doctoral
student’s interpretations are shaped by their experiences as a healthcare professional and their life

experiences.

3.5.2 Reflexivity

In qualitative research the researcher has a crucial and central role in data generation and analysis (as
well as all the other components common to all types of research), there is potential for the
researcher to unconsciously exert influence on these processes. The professional role and/or identity

of the researcher may impact on participants’ contributions in interviews (359).

Measures were taken throughout the research to try to minimise the impact of the doctoral student’s
role and professional background. For example, where participants did not otherwise know or enquire
about the professional role of the doctoral researcher this was not discussed. The doctoral researcher
kept a reflexive diary and field notes throughout the study and was acutely aware of the potential for

their own background to ‘cloud’ the research process and has been scrupulous, as have the

supervisory team to try to avoid this. Having a shared frame of reference with care professionals and
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pharmacy professional participants has potential benefits through ensuring a common understanding
of ideas and allusions. Knowledge and understanding of the practice of psychiatry and direct patient
contact within current practice also has potential benefits by providing an understanding of some of
the key issues that may be of importance. The interpretivist philosophy acknowledges that a shared

understanding is essential to the development of knowledge (360).

3.5.3 The importance of being pragmatic

As a healthcare professional the doctoral researcher understands the importance of being pragmatic
in the planning and conduct of this study. The use of the term pragmatic in everyday practice implies a
focus on what is practical and achievable, rather than theoretical or ideal. The doctoral student judges
the value of knowledge (and ways of knowing) by its context-dependent, extrinsic usefulness in
addressing practical questions encountered daily (361). There is no such thing as perfect knowledge
and neither is it required. Knowledge is only meaningful when it is coupled with action. Undertaking
research within the real world brings with it merits and limitations it is therefore important to deal
with things sensibly and realistically in a way that is based on practical rather than purely theoretical
considerations. The methods used in this study have been judged by the researcher as the most
appropriate for the type of data that is being gathered to address the research questions that guide

this research.

3.6 Methods

3.6.1 Qualitative data collection methods

An interpretivist-constructionist paradigm and phenomenology are aligned to qualitative methods of
data generation. Semi-structured interviews were selected as the method of data collection for this

research study.

A range of methods are available for studies that adopt a qualitative research design, including
interviews, focus groups, and participant observation (362). There are three main types of research
interviews: structured, semi-structured, and unstructured interviews. Focus groups are group-based
interviews that are facilitated by a moderator. The ideal number of participants per group is six to
eight participants and suggested maximum number of participants is ten. Beyond this, the group
becomes difficult to manage and some participants may not get the chance to contribute (363). A
semi-structured topic guide is developed to guide the group discussion but conversation is not
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restricted to set questions (362). Focus groups encourage group interaction and help to explore

decision-making processes and uncover how participants think and feel (364).

In participant observation the researcher becomes immersed in a social setting relevant to the
research in which they observe behaviours, listen to conversations and ask questions (362). This
research method is more appropriate for research on group-based behaviours such as inpatient ward

teams or community pharmacy teams and so will not be discussed or considered.
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3.6.2 Justification for the use of interviews in phase 2 of this research

The focus of phase 2 of this research was participants’ views, experiences, and perceptions.
Notwithstanding the opportunities for generating rich data through focus group discussions (317) it
was anticipated that participants’ comments about their experience of CMR, MetS and related
diseases and SMI might be highly personal and sensitive and they might feel more comfortable sharing

these in anonymised one to one interviews rather than with strangers in a focus group (317).

3.6.3 Types of interviews

In a structured interview, there is little flexibility. Questions are asked in the same order and phrased
in the same way for all participants. With semi-structured interviews, the researcher follows a pre-
prepared topic guide, a list of questions or ideas, to ensure consistency. But semi-structured
interviews have flexibility as additional questions can be posed based on the participant’s responses.
In unstructured interviews, the researcher has an idea of the main themes for the interview but the

participant is encouraged to talk freely about the topic under study (365).

3.6.4 Justification for the use of semi-structured interviews in phase 2 of this research.

Semi-structured interviews were considered the most appropriate approach allowing in-depth
description and understanding of the participants’ perspectives leading to the generation of rich data
(366). This method is guided by a flexible interview topic guide and supplemented by follow-up
guestions, probes, and comments. It also allows for the collection of open-ended data, to explore
participant thoughts, feelings and beliefs about a particular topic and to delve deeply into personal
and sometimes sensitive issues (367). All the interviews with participants were carried out by the
doctoral student. Other than the doctoral student and the participant no-one else was present at the

interview.

3.7 Sampling approach and sampling frame

3.7.1 Approaches to sampling

It is logistically impossible and neither is it relevant to include the whole of a population of interest in
qualitative research; instead, various approaches to sampling may be used. To recruit patients to this

study, convenience/opportunistic sampling, purposive sampling, and snowball sampling were all used.
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This combination of approaches was used to capture diversity around the phenomenon under study
and therefore maximise the potential contribution of inductive data analysis alongside a priori

knowledge and understanding to the study findings.

3.7.2 Justification for use of convenience/opportunistic, purposive, and snowballing methods of

sampling in phase 2 of this research

Purposive sampling was used to recruit those individuals who could contribute most to the specific
research aim and objectives. Snowball sampling was used as interviewees were asked to suggest
others who they thought it might be appropriate to interview. Convenience sampling was also used,
the doctoral student was employed by a mental health trust and as a result has personal knowledge of

potential participants.

3.7.3 Sampling frame

Detailed information on inclusion and exclusion criteria is provided in the study protocol provided in

Appendix 9. A summary of the study protocol is provided in Table 3.3 below. Copies of letters of

invitation and participants information sheets are provided in Appendix 10.
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Table 3.3: Sampling frame for phase 2 of the research

Participant
Patients

Informal
carers and
caring dyads

Inclusion criteria

e Aged 18 years old or
over

* No upper age limit

¢ A diagnosis of
schizophrenia,
bipolar disorder,
schizoaffective
disorder, or other
non-organic
psychosis

e Have a CMR or MetS
or related disease

¢ Have had support
from pharmacy

¢ With capacity to
provide informed
consent to
participate in the
study

e Adults aged 18 years
and over

¢ No upper age limit

¢ Informal carers:
carer who provides
care for a patient
(defined above)

¢ Informal carer dyad
for a patient
recruited to the
study: this person
was identified by the
patient as the
person (who is not a
care professional)

Exclusion criteria

¢ |ndividuals with SMI
under the age of 18
years old

e Non-English
speaking

e Lack of capacity to
consent

¢ Individuals under the

age of 18 years old

¢ Non-English

speaking

e Lack of capacity to

consent

Details of methods for recruitment

Indirect methods

Poster:

e displayed at site reception areas of mental health clinics

e sent to patient support groups

e sent to research manager at local NHS mental health trust who will contact patients via
patient research participation groups

o displayed on People in Research platform https://www.peopleinresearch.org/

e circulated to other patient and public involvement platforms including social media and
newsletters

Direct methods:

e Local NHS mental health trust identified patients who met the eligibility criteria through
reporting systems and team leader/care coordinators/consultants and provided those
patients with a letter of invitation

e Local National Institute for Health Research (NIHR) Clinical Research Network (CRN) and
the Research & Development (R&D) Lead for local Clinical Commissioning Groups (CCGs)
contacted GP surgeries and sent them an introductory letter
Interested practices identified patients who met the eligibility criteria through reporting
systems and posted out study documentation, in addition, opportunistic recruitment was
be undertaken by the GP surgeries (poster was given to eligible patients)

Poster:

edisplayed in site reception areas of mental health clinics

esent to informal carer support groups

esent to research manager at local NHS mental health trust who contacted informal carers
via carer research participation groups

edisplayed on People in Research platform https://www.peopleinresearch.org/

edisplayed/included in other carer and public involvement platforms including social media
and newsletters

Specific approach to recruit informal carer dyads

¢ When interviews took place with patients, the patient was given an information pack
about the study to hand to their nominated informal carer

* The nominated informal carer should be someone who the individual with patient
identifies as the person they get most support from
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Pharmacy and
care
professionals

they get most
support from, not
necessarily a family
member)

e With capacity to
provide informed

consent to

participate in the

study
Pharmacy and care Pharmacy and care
professionals are professionals who
professionals who were not directly
were directly involved involved in the care
in the care of patient of patient group as
group defined above defined above

who have a CMR, MetS
or related disease

This group could
include doctors,
nurses, healthcare
assistants,
physiotherapists,
occupational
therapists,
pharmacists, pharmacy
technicians, social
workers

Poster:

e sent to local NIHR CRN and R&D Lead local CCGs and for distribution to GP practices.

e sent to the R&D department of local NHS mental health trust for distribution to mental
health professionals via mechanisms including global email, NHS Trust e-newsletter and as
an attachment to their postgraduate education session timetable.

Doctoral student asked LPT NHS Trust Senior Pharmacist/Pharmacy Manager to send out

email and poster to:

e team leaders/consultants within LPT NHS trust.

e |ocal pharmaceutical committee and ask them to forward to their community pharmacist
members.

e medicines optimisation pharmacist lead for each CCG for distribution to their pharmacists.

o the lead for the College of Mental Health Pharmacists so they can contact their members
via appropriate channels.

e pharmacy team at the local NHS Mental Health trust

Pharmacy and care professionals were also recruited via other professional contacts as

appropriate through snowballing and use of social media
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3.8 Setting

Phase 2 (Chapters Four to Eight) of the research recruited individuals from both primary and

secondary care across the UK.

3.9 Sample size

As above, qualitative research is used to explore in-depth participants’ views and experiences.
Whereas in quantitative research a power calculation is used to determine the optimum sample size
(317) in qualitative research the appropriate sample size is influenced by several study-specific and
more general factors. There has been much debate about what constitutes an appropriate number of

participants to include in qualitative research (368—370) in relation to the concept of data saturation.

A provisional anticipated upper sample size that might potentially generate adequate data that would
provide rich, complex and multifaceted data about patternings related to the phenomena of interest
was estimated (369). Consideration was also given to other similar types of studies conducted
(371,372,381-384,373-380). The provisional upper sample size was around 15 of each key
stakeholder (patient, informal carers, care professionals, pharmacy professionals). The figure provided
is an estimate only. During the process of data collection an iterative approach was taken as far as was
practically possible, there was a constant back and forth between data collection and analysis (385). In
other words, the researcher started with the initial data collection, analysed the data for themes, and
then used this to provide focus for subsequent data collection. In line with similar studies the topic
guide was modified during the process of data collection and this iterative process (386). The doctoral
researcher then made an in-situ decision about the final sample size, shaped by the adequacy,
richness and complexity of the data collected for addressing the research question. The decision was

made within the process of data collection, reviewing data quality during the process (370).

3.10 Development of topic guide

Topic guides (Appendix 11) were developed iteratively during extensive discussions with the
supervisory team. Supervisory team discussions took the form of monthly face-to-face meetings
during which possible amendments to the topic guides were identified and agreed and then
incorporated by the doctoral student and discussed again the following month. Discussion was

informed by:
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e the research objectives

e asystematic review of the role of pharmacy in CMR, MetS and related diseases in patients
with SMI (387).

e the results of an earlier scoping review of the literature

e experience and knowledge of the doctoral researcher

The final draft of the topic guide for care professionals and pharmacy professionals was trialled over
the phone with a care professional and a pharmacist respectively who met the inclusion criteria for
the study. The final draft of the topic guide for patients and informal carers was piloted face-to-face
with a patient and an informal carer respectively who met the inclusion criteria for the study.
Suggested amendments were incorporated to produce the final topic guide. Questions were added to
the topic guide during the process of gathering data (388) as part of the iterative process as
exemplified by similar types of studies, copies of the topic guide with these addition questions can be

found in Appendix 11 (386,389).

3.11 Recruitment process

Direct and indirect methods were used to try to recruit participants and included details of how to
contact the doctoral student (stated as the lead researcher in the study protocol). Indirect methods
included displaying posters in student’s employing mental health trust outpatient clinics or posting on
social media. Direct methods included mental health trust pharmacy manager to send out email and
poster to relevant staff within the trust (see study protocol, Appendix 9, for further detail). Informal
carers of patients who formed part of a caring dyad with patients were recruited via the patient - the
patient was asked to nominate someone who provided a significant amount of care or support for
them. The patient was then provided with information to give to this person. Individuals who
contacted and expressed an interest in taking part in the study in response to those recruitment
methods were contacted by the doctoral student to check if they were eligible to take part, discuss the
study and answer any questions they might have. If they were still interested in taking part then a
letter of invitation and participant information sheet was sent to them by their preferred method
(email or post). If the potential participant did not respond then a follow-up reminder was sent two
weeks later. If the potential participant confirmed that they were happy to take part then they were
contacted to arrange a suitable date and time for the interview and asked if they wished this to

happen face-to-face or by telephone.
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It was made clear at all points (including in the participant information sheet, in discussion about the
study, prior to providing consent, at the start of the interview) that they could withdraw from the
study at any point during the data collection process. Participants were informed that they had until
the point at which their data was anonymised to withdraw all or any of the information provided or
discussed in the interview. Participants were also informed that if they chose to disclose information
with implications for safety of any individual this would be discussed with the supervisory team. Had
the doctoral student had any concerns otherwise then they would raise them with the supervisory
team, who in any case also reviewed all study data during analysis. More detailed information is

provided in the study protocol (Appendix 9).

3.12 Doctoral student’s qualifications, occupation, training and expertise, data

generation, recording, data processing and transcription, and data storage

The doctoral student has a Batchelor of Science degree in Pharmacy, a Postgraduate Diploma in
Clinical Pharmacy, and a Postgraduate Diploma in Psychiatric Pharmacy. The doctoral student was
practicing as a Senior Mental Health Pharmacist at the time of the study. She has received training in
research methods as part of postgraduate diplomas in pharmacy practice and psychiatric therapeutics,
qualitative research methods and specifically in carrying out interviews and in using NVivo® as a tool
to facilitate analysis of qualitative data (QSR International PTY Ltd 2016). The doctoral student
attended the National Institute for Health Research (NIHR) Good Clinical Practice primary care and
secondary care training for researchers (NIHR 2018) and attends and for an update of this training

every two years.

3.13 Data handling

Interviews were carried out over the telephone, face-to-face at the participant’s home, place of work
or at the local NHS mental health trust between March 2019 and September 2019 based on the

preferences of the individual respondents. Interviews lasted between 18 and 93 minutes.

3.14.1 Recording of interviews

A Phillips DPM8000 pocket memo Dictaphone® (digitally encrypted voice recorder) was used to record
the interviews. The Dictophone® was checked immediately prior to each interview to ensure that it

was recording. The doctoral student took consent, introduced herself at the beginning of the
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interview, outlined the interview process and read the preamble at the start of the topic guide before
recording began. The doctoral student asked the participant whether they were ready and happy to
start and then switched on the Dictaphone® and started the interview. Recording continued until the

interview was finished.

3.14.2 Data processing and transcription

Printed copies and consent-related documents were stored in a site file, which was kept in a locked
filing cabinet within the student’s employing mental health trust (Leicestershire Partnership NHS
Trust) site. Recordings were uploaded as soon as possible on password protected NHS computers and
laptop and backed up on a secure NHS server. Only the doctoral researcher had access to the data.
Participants’ names were not recorded and any information which might identify them, others or their
places of work, residence or specific information relating to specific localities was removed from the
transcripts during accuracy checking. Participants were allocated a pseudonym determined by the
doctoral research which was used throughout the research; names and corresponding pseudonyms
were stored securely and separately from the transcripts. Uploaded recordings were checked for

audibility and clarity by the doctoral student and then they were then erased from the Dictophone®.

The doctoral student arranged for a professional transcription service to transcribe the interviews.
There were confidentiality arrangements in place for use of this service. Recording files were sent to
this service using a password protected electronic platform. Each interview was transcribed separately
verbatim. The password protected transcripts were sent back to the doctoral student, who checked
them with the original recording for accuracy and completeness. Occasionally the doctoral student
corrected a mis-heard word or inserted a name or word (e.g., a drug name) with which the transcriber

was not familiar.

Verbatim transcription and researcher notation of participants' non-verbal behaviour has been cited
as being central to the veracity, reliability and validity of qualitative data collection (390-392). In
research underpinned by theoretical frameworks such as all types of TA, the close relationship
between the researcher and participant is critical to the research design and philosophical tenets of
the methodology (393). A verbatim record of the interview is clearly beneficial in facilitating data

analysis as it brings the doctoral researcher closer to the data.
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3.14.3 Data storage

Documents were stored in password-protected computer files; printed copies and consent-related
documents were stored in a site file, that was kept in a locked filing cabinet within Leicestershire
Partnership NHS Trust where the doctoral student was employed. Documents were only removed for
data checking and analysis and immediately returned once checked. Audio recordings and transcripts
kept on password-protected computer files will remain there for five years after the date of the last

publication from the study, as per Aston University research guidelines.

3.14 Data analysis

Data analysis describes the identification, examination, and interpretation of patterns and themes in
data and determines how these patterns and themes help to increase the understanding of the
phenomenon being studied (394). Analytical rigour is required to prevent bias and ensure that findings
reflect the data. Data was coded both with and without the use of computer assisted qualitative data

analysis software. Coding was carried out by the doctoral student.

There are challenges in analysing narratives from semi-structured interviews because of the
incongruence between the practical process of data analysis while ensuring quality and maintaining
both ethical or theoretical standpoints (395). Delineating the boundaries of a story in relation to
interview data is often challenging in qualitative research (396). The narratives that were analysed in
this research were co-constructed with participants. The way data is analysed and findings are
produced depends on the particular perspective of the researcher and disciplinary framing (397). The
purpose of this study was to document and analyse research participants’ views, experiences, and
perceptions. Therefore, analysis required a repeated process of immersing and re-immersing in the co-
constructed narratives to ensure that participants’ stories were dominant and the patient’s lived
experience remained central to the study. This involved reading and re-reading the transcripts,
extended engagement with the narrative content to identify themes and subjecting the results of the

analysis to critical review by PhD supervisors.

3.15.1 The process of framework analysis

This research was underpinned by reference to the literature and pre-existing knowledge, experience

and understanding of the doctoral researcher. It was appropriate that a framework analysis approach
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was undertaken using the topic guide to form the initial coding framework (341,398—-400). Framework
analysis has five main stages (341,401,402):

e Familiarisation with the data: listening to recordings, reading transcripts, going over the
reflective diary and field notes and, studying any other data sources. The doctoral researcher
conducted all the interviews and this was also part of the familiarisation process.

e Identifying a thematic framework from the literature, underpinning theoretical framework and
coding that took place as part of the familiarisation stage; this evolved as the analysis
progressed. The patient is at the centre of this research, the thematic framework and all data
was coded in a way that acknowledged this.

e Indexing: ascribing all “significant statements” (316) to the appropriate part or parts of the
framework.

e Charting: synthesising and arranging the data thematically.

e Mapping and interpreting: a process whereby broader themes are identified from the data

and in relation to the framework categories.

3.15.2 Data handling and analysis using NVivo® (computer assisted qualitative data analysis

software)

NVivo® (QSR International Pty Ltd. 2016) was used by the doctoral student to support data analysis.
NVivo® facilitates data handling and analysis including identification of representative illustrative
quotations (316). Computer software such as NVivo® is only an aid to the organisation of the material
and is not in itself an interpretive device (403) as the researchers role within the interpretation

remains central.

3.16 Research ethics

The four principles of medical ethics have been described as: beneficence, non-maleficence, respect
for autonomy and justice (404). With regards this research, to meet the need of beneficence the study
had to be carried out in a way that offered benefits to all participants. Avoidance of causing harm to
participants or others was required to meet the need of non-maleficence. Respect for autonomy was
met by providing sufficient and appropriate information to allow participants to give informed consent
at each stage. There were two components to meet the need for justice: first, the study design and
conduct ensured compliance with relevant policies and legislation and second, all participants were

treated in the same way. The doctoral student is a pharmacist and is therefore guided by the
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requirement to adhere to the GPhC Standards for Pharmacy Professionals (405). The ethical issues

raised by study are considered with respect to these principles.

3.16.1 Beneficence and non-maleficence

Research participants were patients, informal carers, pharmacy professionals and care professionals.
Participants were informed in the participant information sheet (Appendix 10) that findings from the
research “will be used by the research team to improve health services for people with SMI” thereby
offering opportunities for beneficence. Maleficence was also included in the participant information
sheet, for example, “You may feel that some of the questions we ask about your personal health or
medication are stressful or upsetting” and that should this occur then they were free to refuse provide

a response or withdraw.

The study was designed to ensure that participants’ identities remained confidential; patients were
only identified by their gender, ethnicity, age, their mental health and physical health diagnoses and
current medication. Informal carers were identified by their gender, ethnicity, age, relationship to,
and their knowledge of, mental health and physical health diagnoses and current medication for the
person they were a carer for. Care professionals and pharmacy professionals were identified by their
gender, ethnicity, age, current role or position, duration, and level of involvement with individuals

with SMI and professional qualifications and professional experience.

In all cases any identifiers were removed following transcription. In the participant information sheet
and before the start of each interview participants were reminded that if they chose to disclose an
issue which in the opinion of the doctoral student might compromise patient-safety or the safety of
any individual then this would be discussed with the supervisory team. Healthcare professionals in the
UK have a legal duty of candour (Health and Social Care Act 2008 (Regulated Activities) Regulations
2014: Regulation 20 (406)) in addition to the requirements of their professional code and standards.
Informing participants that information might be shared satisfied non-maleficence as well as the
doctoral student’s own obligation to act with candour. Participants chose what they wanted to

disclose to the doctoral student thereby, satisfying autonomy and possibly beneficence.

94
D. Sud, PhD Thesis, Aston University 2021



3.16.2 Aspects of recruitment and selection during phase 2 of this research which show respect

for autonomy of participants

Provision of:
e information and opportunity to ask questions,
e written consent to participating having anonymised data shared and published,
e reassurance that responses would be kept confidential,
e consent to any information which might compromise patient safety being discussed with the

research team if required, following the principle of non-maleficence.

e Participants could withdraw from the study at any time without giving a reason.

e Interview schedule designed to elicit the required information while minimising the cognitive
burden. Disclosure of possible patient harm was discussed at supervisory meetings.

e Participants chose the how the interview was conducted to minimise any burden.

e Participants could refuse to answer any question or provide any information asked of them.

3.16.3 Justice and ethics

Conduct of the research was informed by the Code of Practice for Research Degrees (Aston University
2018/2019). It was also carried out in accordance with the requirements of the Data Protection Act
(1998) and Aston University Data Protection Policy (Aston University 2018), Guidelines on Research
Ethics and Registration of Research projects for Ethical Approval (Aston University 2015) and Research
Governance and Integrity Assurance (Aston University 2019) policies. Measures taken by the doctoral
student to ensure compliance with these procedures and legislative controls are described in this
chapter. Ethics approval was obtained from the West Midlands Coventry and Warwickshire Research
Ethics Committee (18th December 2018, REC reference: 17/EE/3057, Appendix 12; approval for
substantial amendments: 10" March 2019 and 2"¢ August 2019; Appendix 13). Approval was obtained
from Research Ethics Committee, School of Life and Health Sciences, Aston University (1 February
2019, Aston Health Research, and Innovation Cluster reference: 258-218-DS, Appendix 14 and
substantial amendments approved 5™ April 2019 and 20™" August 2019 Appendix 15).

The doctoral student was trained in qualitative research methods and was supervised by individuals

experienced in supervising and carrying out qualitative research including interview-based research.
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The doctoral student has completed the NIHR Good Clinical Practice primary care and secondary care

training for researchers (NIHR 2018).

The GPhC Standards for Pharmacy Professionals (405) outlines responsibilities which match those
inherent in good research governance, for example with regard to taking responsibility for one’s own
working practices, showing respect for the autonomy of others and ensuring the well-being of all
those involved. By following the principles outlined above, these responsibilities were met throughout

this study.

3.17 Chapter summary

Phase 1, presented in Chapter Two, of this research was a systematic review of the literature on the
role of pharmacy in the management of cardiometabolic risk, metabolic syndrome, and related
diseases in severe mental iliness. Results from this systematic review informed the development of
Phase 2 which are considered in Chapters Four through Eight. This approach was undertaken
according to an interpretivism philosophy using a qualitative research methodology. An interpretivist-
constructionist, qualitative exploratory study was designed and carried out. Data generated through
semi-structured interviews with patients, informal carers, caring dyads, pharmacy professionals and
care professionals exploring their views and experiences and the resulting data was analysed using

framework analysis.
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Chapter Four: Cardiometabolic risk, metabolic syndrome, and related diseases
in severe mental iliness: the role of pharmacy in the lived experience of
patients. Findings from patient interviews

4.1 Introduction

Patients were asked about their lived experience of CMR, MetS and related diseases and their views,
experiences, and perceptions of pharmacy and the role pharmacy plays in their care. This was central
in understanding for example, where a particular intervention or service development would be best
targeted and whether patients with SMI would engage with such a service to help them manage their
conditions. The aim was to describe the role of pharmacy for patients with CMR, MetS and related
diseases and SMI and where patients identify pharmacy as having the greatest potential role in their

healthcare.

The findings from the analysis of the semi-structured interviews with sixteen patients with CMR, MetS
and related diseases and SMl is presented in this chapter. Description of the key themes will help in
understanding the role of pharmacy in the lived experience of these patients in relation to their
specific health conditions. Respondents varied by age, gender, and diagnoses (demographic details of
the sample are provided in Table 4.1). Detailed information about methods is provided in Chapter

Three. The key points are summarised at the end of the chapter.

This chapter contributes to the research question in the following ways:

e the patient is considered front and centre,

e the theoretical framework identified against which data from all the participants in the study

was coded was developed from analysis of the patient data here.
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Table 4.1: Demographic data of patients with severe mental iliness and cardiometabolic risk,
metabolic syndrome, and related diseases (self-reported)

Participant Gender Ethnicity Physical health

Psychiatric diagnosis/es

pseudonym

Gemma Female = White 20-24  Smoking Psychosis
Overweight (BMI 230) = Borderline Personality
Disorder
Erica Female | White 45-49 | Ex-smoker Chronic Paranoid
Overweight (BMI 230) | Schizophrenia
T2DM
Frank Male White 45-49 | Central Obesity Schizophrenia
Overweight Depression
T2DM
Hypertension
Florence Female | Mixed 50-54 | Underweight Schizophrenia
Sedation Anorexia Nervosa
Lethargy
Sleep Disturbances
Trisha Female @ Black British = 50-54 = Overweight Rapid Cycling Bipolar
Lupus Disorder
Rheumatoid Arthritis
Spinal Stenosis,
Leg Ulcers
Denise Female | White Irish 60-64 | Obese Schizophrenia
(part of a Prediabetes
caring dyad) Hashimoto’s Disease
Benign Ventricular
Hypertrophy
Sally Female = White 50-54 | Obese Schizophrenia
(part of a
caring dyad)
Gail Female | White 45-49 | Obese Bipolar Affective Disorder
T2DM Major Depression
Hypertension Post-Traumatic Stress
(currently on Disorder
medication for this)
Fibromyalgia
Arthritis
Constipation
Irritable Bowel
Syndrome
Judith Female = White 60-64 | T2DM Major Depression with
High Serum Psychotic Symptoms
Cholesterol
Hypertension
(currently on
medication)
Cataracts
Immune Skin Disorder
Vertigo
Andrea Female | White 40-44 | Overweight Major Depression with
(part of a Hiatus Hernia Psychotic Symptoms
caring dyad) Barrett’s Oesophagus
Irshad Male Asian 30-34 | Ex-smoker Schizophrenia

diagnosis/es

Obese
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Claire

Khadija

Megan

Zubair

Stella
(part of a
caring dyad)

Female

Female

Female

Female

Female

T2DM
Obese,
hypothyroidism

White 50-54

Asian/Asian | 40-44

British

Overweight
Ankylosing
Spondylitis
Chronic Pain
Raynaud’s Disease
Endometriosis
Glaucoma

Uveitis

Obese

T2DM
Hypertension
(currently on
medication)
Hypermobility
Syndrome Psoriasis
Asthma
Gastro-oesophageal
Reflux Disease
Keratoconus
Asthma

Sleep Apnoea
Current Smoker (3
cigarettes per day)
Obese

Polycystic Ovarian
Syndrome
Overweight (but
previously obese)
Hypertension
(currently on
medication)

White 35-39

Asian/Asian | 35-39

British

White 55-59
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Complex Post-Traumatic
Stress Disorder

History of Self-Harm
Bipolar Affective Disorder

Bipolar Affective Disorder
Anxiety

Paranoid Schizophrenia

Antibiotic Induced Psychosis
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The analysis identified three main themes (see Table 4.2). The first theme related to the psychotropic

medication and management of their side-effects as well as information provided about these. The

other two themes related to the role of pharmacy and the factors that facilitated or limited support

from pharmacists, whether in hospital or community settings.

Tablet 4.2: Themes and subthemes for patients

Theme 1: CMR,

MetS and
related
diseases,
psychotropic
medication,
psychotropic
medication
side-effects
and SMI
Theme 2: The
role of
pharmacy:
barriers

Theme 3: The
role of
pharmacy:
facilitators

Subtheme

Prolonged and protracted, repeated, and recursive: the trials of trying
different psychotropic medications

Information about psychotropic medication side-effects, screening or
management relating to CMR, MetS and related diseases

‘Medicated’ hunger

Impact of weight gain

Deeper or different understanding — my learning

Summary of patients’ interactions with pharmacists in terms of
frequency and depth

Actual or experienced

Lack of communication and information access between services
Saturated with support from other services

Potential or anticipated

Ability of community pharmacist to engage with patients with mental
health problems

Unsure about the expertise, knowledge, and skills of pharmacists
Concern about burden and demands placed on the community
pharmacist workload

Lack of privacy and confidentiality in the community pharmacy
environment

Actual or experienced

Conduit facilitating contact between patient and mental health
pharmacist e.g., psychiatric nurse, care programme approach
coordinator, key worker

Pre-existing ‘familiar’ relationship resulting in proactive enquiry by
patient

Potential or anticipated

Desire for more information about medication

The pharmacist is someone who is neutral, independent or a patient
advocate

Desire for community pharmacists to undertake screening for CMR, MetS
and related diseases

Key: Actual or experienced: barriers and facilitators that were actually experienced
Potential or anticipated: not actually experienced but anticipated as potential barriers or

facilitators
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4.2 Theme 1: Cardiometabolic risk, metabolic syndrome and related diseases,
psychotropic medication, psychotropic medication side-effects and severe mental

illness

4.2.1 Theme 1: Introduction

An enduring tension permeated all patients' descriptions related to their experience of living with
their multiple diagnoses and impact of prescribed medication. Respondents’ narratives illustrated the
experiences of the intersections and entanglements of CMR, MetS and related diseases, psychotropic
medication, and their side-effects and SMI. There was no clear delineation between these. For
patients, management of CMR, MetS and related diseases, psychotropic medication and their side-
effects was a central feature of everyday life whereas SMI was associated with episodic relapses.
Patients were trying to understand how these could be managed, how they might reconcile these with
their own lives and what it signified for them. All respondents described how their iliness and
medication had a significant impact on their life. The data shows how patients live with and emerge

through these intersections and entanglements.

4.2.2 Theme 1: Detailed description of sub-themes
4.2.2.1 Prolonged and protracted, repeated, and recursive: the trials of trying different

psychotropic medication

The experience of being diagnosed and subsequently starting medication was a difficult, prolonged,
and protracted process for many patients. The early phase of their iliness journey involved numerous
hospital admissions, readmissions, or outpatient appointments with psychiatric services. These were
accompanied by multiple changes to prescribed psychotropic medication, mainly antipsychotics and

other psychotropic medication, and, for some, uncertainty about their diagnosis.

Different respondents explained it using various metaphors. Khadija used the phrase ‘trial and error’,
which speaks to a sense of passivity on part of the patient but also a ‘perceived’ randomness of the
judgement of the psychiatrist. Florence described a more tortuous journey reflecting on her ‘normal’
life before being ‘thrown’ into the mental health system eventually having spent more time in hospital

than at home and becoming apathetic to receiving healthcare.

Experiences of psychotropic medication were often described as an almost interminable process with

respondents recollections and reflections scattered with painful, distressing, and upsetting
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experiences of medication side-effects. For some, knowledge of side-effects was described as a
serendipitous discovery as a result of reading and/or recognising their own experience. For many
patients changes in their medication regime to tackle these side-effects resulted in relapse in mental
illness; this was described as a source of suffering, frustration, and dissatisfaction rather than a road to

recovery.

Central to this for a significant proportion of respondents was the experience of CMR, MetS and
related diseases as side-effects of psychotropic medication prior to the experience of efficacy. The
quick onset and intensity of these side-effects in contrast to the slow, gradual, and delayed abatement
of symptoms of SMI. “Well, my diabetes hadn’t always been well controlled anyway but when | started
the risperidone things really went off! My sugars rocketed; sky high....it was all a bit of a mess if I'm

honest. | was still mentally quite unwell but remember it quite well.” (Erica).

4.2.2.2 Information provided about psychotropic medication side-effects, screening or

management relating to cardiometabolic risk, metabolic syndrome, and related diseases

Many patients reported not having received any information that really mattered to them or that they
felt was meaningful related to psychotropic medication side-effects, screening or management
relating to CMR, MetS and related diseases. A few patients expressed frustration and anger about this
whilst others acknowledged that they were too unwell to remember whether this had actually
happened or not. Others spoke of not knowing whose responsibility it was to provide this information

or undertake related screening or management.

Information about psychotropic medication side-effects

Where a patient information leaflet (PIL), usually a manufacturer’s leaflet, had been provided this was
dismissed as unimportant, unhelpful, or difficult to read. Some respondents said they were unable to

comprehend the information in the leaflet as they could not concentrate enough to read it.

Florence spoke about the negative impact of receiving printed information in isolation.

“You get a printout, you go to your room, you read it on your own, and you think, f**k no, |
am not taking that, I'm sorry, these are the side-effects...and then you just put it down and
you start thinking of very creative ways of not taking these meds, and it's just a crazy world
of, do | take them or not for the patient. For the consultants, the nurses and everyone that's
involved in caring for the patients it's not productive.”
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Frank spoke about his observations that some people were more prone to experience side-effects
after being made aware of them. “I don’t like to know the side-effects of medication. Because I’'ve seen
it happen with quite a few people, who’ve gone on to a new medication and the ones that are told
what the side-effects are, they think they’ve got the side-effects. And the people who didn’t know, who

weren’t told what the side-effects were, they didn’t have them.”

The lack of tailoring information to needs of patients made some feel ‘not seen’. Megan explained:

“When | first went on olanzapine, | was just put on it, well......... I wasn’t told anything about
how it’s quite well known that it causes appetite increase and weight gain. And | wasn’t
given any sort of personalised stuff or discussion, like in my family, quite a lot tend to get
diabetes quite young anyway. So, you know, no one’s ever really talked to me or told me that
it may have a great effect, that it could be worse for me than it would be for somebody who
doesn’t have that kind of family history. Makes me feel, a bit unnoticed, if I’'m honest about
it, like my needs or that who | am don’t really matter.”

Information about side-effects and screening

Sally described being treated with clozapine for three years of treatment with clozapine. Prior to this
Sally had been prescribed different antipsychotics and described her experiences of various physical
health side-effects placing emphasis on the experience of weight gain with olanzapine. Sally attributed

the lack of information received as being part of the ‘patriarchal’ approach to her care.

“With the olanzapine | put on seven stones. And they didn't weigh me and they didn't do
anything about it, and | had to say, ‘I can't go on, because I'm putting on so much weight’,
but there was no check and they didn’t tell me before | started that this would be a side-
effect. But this was a while ago, like ten years, and there was no physical checks or
information at that time you just did what you were told to do, that’s how it was back then.”

Sally was asked to whether she had received information from any healthcare professional since
starting clozapine and she described the occurrence of weight gain and requirement for screening for
CMR, MetS and related diseases as serendipitous occurring as if by chance rather than being made

fully aware prior to their occurrence.

“No....I looked it up on the internet after | experienced significant weight gain, but no, not
medically, nobody has really talked about the side-effects. Of course, | know about the weight
gain now because it happened to me — I've put more on since starting clozapine! So, they sent
me a letter out of the blue to say because, because I'm on clozapine, | have to have an annual
health check...and every time | go, they do my blood pressure, my pulse and my weight and
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take some bloods to check for diabetes | think, my psychiatrist has been exceptionally good at
the physical health aspect now.”

Zubair explained that it was possible that the lack of information provision may be due to the
healthcare professionals overseeing her care being concerned about jeopardising her adherence, but,
that this led to her feeling distrustful of the care she was receiving and more importantly she said she
felt she had a right to know. Zubair highlights an issue raised by a few other patients relating to the
feeling that the lack of provision of information was indicative of the ‘control of care’ by the psychiatry

team.

“When | was first put on this (depot) | was angry with them, because.... they’re supposed to
explain to you and they are supposed to check, aren’t they? Things like check your weight and
things?...And I’'ve had so many side-effects and I’'ve wanted to stop the medication so many
times, and they say, ‘you can’t stop it, you have to stay on this medication for two years’...!
think they worried that if they had told me then | wouldn’t have started it, but how can you
trust them if they won’t tell you? Tell me! It’s like they always want to be in control.”

Responsibility for the provision of information about side-effects, screening, and management

In regard to responsibility:

“I don’t know if it’s the doctor’s duty, whether it’s the psychiatrist’s duty, whether it’s the
pharmacist’s duty or the manufacturer’s duty to give me as much information as possible
about the medication that | may take. Well, | would say that doctors in my experience very
rarely have spoken about side-effects or screening of any medication that | have taken, and
the psychiatrists also.” (Claire).

As a result of this lack of information, many participants in the study said they used the internet and
online patient chat groups as sources of information about CMR, MetS and related diseases. Some felt
that they were still unable to have open conversations with their psychiatry teams despite having
difficult experiences of side-effects. “/ rang up and | ask about it and | was treated like | ‘'m a

nuisance.” (Zubair).

Ultimate desires

Most patients said that in their view information exchange and decision-making about treatment
would involve proximity, preferably in the form of a face-to-face interaction, an empathetic approach,
open dialogue and negotiation, and an unhurried interaction with a care professional. This was

particularly important when they were taking more than one psychotropic medication. For many this
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was what ‘good’ care should look like. Central to this was the importance of care professionals
listening and accounting for individual’s needs, wants, and desires. Many patients did not realise there
was a need for screening for CMR, MetS and related diseases until they had received an appointment
or notification or when they sourced their own information. For respondents it was not only
information provision about medication and the need for screening but also a discussion about these
issues that they sought to be better informed, empowered and supported in maintaining their

decision-making capacity.

4.2.2.3 ‘Medicated’ hunger

Overwhelmingly, patients discussed the impact of antipsychotic medication on hunger and subsequent
often, rapid, weight gain. Consistently, this ‘medicated’ hunger was described as immediate,
voracious, ravenous, persistent, and uncontrollable. In addition, participants described never feeling
full no matter how much food or type of food they consumed. Importantly, this experience was
described as different to their ‘normal’ hunger and patients articulated that they experienced this
behaviour as excessive. ‘Medicated’ hunger connects the experience of taking antipsychotics to that

of rapid and extensive weight gain.

Gemma relates her experience of the intense nature of the hunger. “I eat during the night... I'm like:
‘Give me food!’ | was so f***ing ravenous, that's my problem. I'm up several times during the night.”
Khadija describes how she would “...eat anything and everything I could find in the fridge and the
cupboards in a short space of time just so | could try and feel full up.” However, despite eating copious

amounts of food Khadija described the hunger like a “bottomless pit.”

Stella explained the difference between ‘medicated’ hunger and ‘normal’ hunger having previously
experiencing this while on an antipsychotic. “It just made me eat and eat and eat and eat and eat. And
now, I’'m on a different antipsychotic, zuclopenthixol, and | still get hungry but it feels like normal
hunger, not like before.” Another characteristic of this ‘medicated’ hunger was the type of food
desired or consumed: “Oh the sweet food, | try to avoid it, but sweet is my type of thing, it’s my big

problem and yeah olanzapine was the worst one for this.” (Andrea).

When asked about how antipsychotics made people put weight on, Zubair spoke about a slowing
down of metabolism. “....the medication makes you put on weight and it means that your metabolism

isn’t working like it used to its much slower than it used to be.” Stella found it difficult to comprehend
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and was surprised by the sudden and rapid weight gain “...before | knew | was overweight. It was so,

I//

50, so quick

The realisation and bewilderment associated with extensive weight gain after a period of being
mentally unwell only served to make this experience worse, patients spoke of not being ‘present’
during the process of weight gain. “A couple of months before | got discharged, | went to put my jeans
on and I just couldn’t do them up. When | went into hospital, | was a 32 waist, when | came out of
hospital after three years, | was a 40. | didn’t really notice that this had happened until | tried my jeans

on. | was quite unwell for quite a lot of that time in hospital.” (Frank).

The experiences described by patients illustrate an important juxtaposition: the experience of taking
psychotropic medication that simultaneously attenuates and slows down thoughts associated with
SMI and causes sedation whilst at the same time causing ravenous voracious hunger that leads to

rapid weight gain.

4.2.2.4 Impact of weight gain

Weight gain led to experiences of limitations in physical mobility and a sense of ‘heaviness’ and feeling
restricted. Denise described how gaining weight hampered her ability to do everyday activities like
tidying her house and that it “slows me down and I get a little bit out of breath going for long distances

and have to stop and sit on a bench I’m putting strain on my knee joints.”

Discussions of experiences of recovery from initial episodes and relapses in mental health were
accompanied by an emerging acceptance of a new self-identity. This included many dimensions
including aspects associated with CMR, MetS and related diseases, psychotropic medication,
psychotropic medication side-effects and SMI. These discussions were accompanied by a sense of loss
for the person they used to be often illustrated by no longer being able to wear the clothes they used

to.

Weight gain or fear of weight gain also impacted adherence, Sally: “I kept saying to the doctors, | can't
go on, | can't carry on putting on more and more weight. But nobody did anything about it, and | can't
remember how it ended. | stopped it......nobody was interested in the weight gain at that time.” Denise
explained that to try and attenuate weight gain “/ skip a dose on a Sunday.” Primacy was given to the

of fear of putting on weight over any therapeutic benefits for Florence: “It was olanzapine, and,
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ironically, it helped me the most, but because it made me want to eat, even with having an eating
disorder, it absolutely was not going to happen. | can honestly say that was one of the reasons | came

off it and won’t ever go back on to it | don’t think.”

Within our understanding of SMI and CMR, MetS and related diseases the experience of weight (gain)
extends far beyond its conceptualisation as a side-effect of psychotropic medication. We see here it
associated with a feeling of heaviness and impacts on ability to be physically mobile and feeling
restricted. It also acts a reference point for identity of self before being diagnosed with SMI and its
persistence serves to reinforce this. There are important impacts on the relationship patients have

with psychotropic medication.

4.2.2.5 Deeper or different understanding — learning to manage

There are two main connected threads in the accounts of patients in this study: awareness and hope.
Reflections on previous experiences relate to the difficulties and hardships associated with CMR, MetS
and related diseases, psychotropic medication, psychotropic medication side-effects and SMI. These
reflections were in addition to broader consequences including stigma. The lack of awareness of these
aspects was a challenge and provoked feelings of bewilderment. Many spoke of how this was a
particular issue early on after receiving a diagnosis or in treatment. The experience of illness brought

about awareness and facilitated recovery, untangling of some of the entanglements.

Denise described one of the things she was doing to manage her prediabetes daily was counting
calories and that this “..helps to keep a lid on that.” Megan, who had longstanding obesity and
recently diagnosed with T2DM, explained how she was managing: “I’'ve been trying to kind of learn,
because anything with carbohydrates raises my blood sugars then | can feel hungry again quite quickly.
I am making quite good choices but it’s how much | do that, which is what would make it be
sustainable.” Megan’s comments also illustrate an awareness of how her own actions might

undermine her efforts to make changes to her diet.

Several patients mentioned that they understood the need to undertake physical activity to manage
their weight and that doing so had additional benefits for their mental health. Irshad spoke about a
Bollywood dancing programme he was taking part in in his area and Zubair had just started to go
swimming on the recommendation of her GP “I have a real good feel good factor when | go swimming

and | am starting to lose a little bit of weight.”
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Stella was able to make changes to achieve a desirable outcome having lost 16.5 pounds using a

fitness app.

“I was hearing things and seeing things, and to top it up, they put me back on olanzapine. |
have put a little bit more weight on but these last couple of weeks and I've just fought the
hunger, | haven’t had anything. I just have a glass of water if | feel hungry. And now this last
couple of weeks I’'ve gone back to using the app and I’'m just eating what I’'ve planned for my
meals and no in-between biscuits or anything like that, no alcohol or no takeaways or
anything.”

These narratives provide insight into the complexities of how patients place value on aspects of their
lives as lived compared to how it might be lived differently. A life of taking psychotropic medication
for SMl is associated with the ambivalence of hopes and fears as well as promises, gains, and losses,
but so too can a life be without this medication. The conflict between the therapeutic benefit and the
impact of side-effects is a central element of a tension which that was apparent for all the patients in

the research.

4.2.2.6 Summary of patients’ interactions with pharmacists in terms of frequency and depth

Patient interactions with pharmacists providing support for CMR, MetS and related diseases in
patients with SMI were encapsulated as three ‘scenarios’ based on the frequency and depth of such

interactions. Pharmacists were the only type of pharmacy professional patients discussed.

e Scenario 1: Frequency of interaction was high and depth of interaction was low.

These occurred at least every two to four weeks and were described as being superficial or
transactional in nature. Examples included the dispensing of medication or Medicines Use

Reviews (MUR) with community pharmacist.

e Scenario 2: Frequency of interaction was low and interactions were in-depth.

Such interactions were described by patients as occurring only once or twice in their illness
continuum. Interactions occurring, either, as a result of proactive enquiry with a community
pharmacist by a patient, or a meeting with a mental health pharmacist facilitated by a

conduit. Interaction was described by patients as having made a significant impact on their
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CMR, MetS and related diseases, for instance, detailed discussion about the relative side-
effects of psychotropic medication relating to CMR, MetS and related diseases which

increased their understanding or led to switching medication.

e Scenario 3: Frequency of interaction was low and depth of interaction was low.

This occurred when information about the administration of non-psychotropic medication
such as simvastatin was provided. Interaction was initiated by member of the community

pharmacy team when the patient collected dispensed medication.

Further analysis of the data allowed for an understanding of the possible connection between the
actual experiences of pharmacy and views on the potential future involvement. Patients who had
experienced an in-depth interaction expressed enthusiasm for pharmacy undertaking screening for
CMR, MetS or related diseases in the future. Where patients had experience of receiving any type of
advice from a pharmacist about medication or where someone close to them had received advice or
intervention then they expressed a desire for face-to-face conversations with pharmacists about

medication side-effects.

Regardless of their experience or current input patients in the study who felt they already had enough
appointments (were saturated) such as diabetes or clozapine checks expressed no need to receive
anything else further. It might be that this group of patients see the position of pharmacist’s authority
in their care as being anomalous or peripheral. The nature and quality of the relationship with
pharmacists were highlighted as being significant, as Claire clearly articulated, “/ think it’s going to be
down to developing personal relationships with patients, and that’s going to take time. And it’s also
going to take the patient accepting that that’s what the pharmacist wants to do and understanding

why they’re doing it.”

4.3 Themes 2 and 3 Introduction

Community pharmacists and mental health pharmacists were the only type of pharmacy staff or
professionals mentioned by patients and views and experiences were mixed. Patients’ experiences
were mainly from primary care (e.g., GP) and secondary care psychiatric services (inpatient and
outpatient). Patients’ experiences are explained in terms of barriers and facilitators to engaging with

pharmacists. Many of these barriers and facilitators relate to patients view of the community
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pharmacy as a healthcare destination. This reflects the frequency of contact with community

pharmacy.

4.4 Theme 2: The role of pharmacy: barriers. Detailed description of sub-themes

44.1 Actual or experienced barriers

4.4.1.1 Lack of information access and communication between services

Continuity of care was considered important by all participants. This was discussed in the context of
information exchange or access between services. For example, during transition between secondary
care and primary care such as discharge from an inpatient ward to a GP, or where care was ‘shared’
between secondary care and primary care such as between a psychiatric outpatient clinic and a GP.
Communication of information between different services and pharmacy was not considered to be

seamless.

“We just need that link, there’s no proper link, between the GP, the CPN (Community
Psychiatric Nurse), hospitals and the psych ward and the pharmacy, they all seem separate,
they're not joined up at all. There have been times when my community pharmacy hasn’t had
any of the details about my discharge medication or changes to my medication regime from
the hospital.” (Florence).

Patients reported having to fill this information void themselves with the biggest source of frustration
relating to changes in their medication regime. The community pharmacist’s lack of access to and
therefore lack knowledge of information about diagnoses and indications for psychotropic medication
were also highlighted as being problematic. For example, some patients mentioned they were aware
that olanzapine could be used in the treatment of schizophrenia or bipolar disorder. “Well, the
community pharmacist they just don’t have that information, do they? How would they know about
me then, recognise me as an individual? My diagnosis, my medication, my dose, my weight. Why do |
have to be the one to explain this to them?” (Zubair). This appear to leave the patient feeling detached

and being a ‘stranger’ from the community pharmacist.

4.4.1.2 Saturated with support from other services

For some the burden of managing and navigating their way through the intersections and
entanglements associated with their condition was all consuming. This included attendance at
appointments for CMR, MetS and related diseases and SMI, which often occurred separately from

each other. A strong desire was expressed that to lead a fulfilling life and take part in other activities
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despite this necessary commitment to attend appointments for health needs. “All those appointments
I need to attend you know - it’s like a full time job sometimes but | still want to live and have a life you

know.” (Gemma).

Gail had diagnoses of T2DM, hypertension and obesity and SMI and she articulated that her needs
were being met “/ think it’s all dealt with by the GP surgery and the hospital, so, at the moment, there
isn’t anything that is outstanding really. | have enough appointments for the diabetes and the rest at

the hospital, so | don’t really need any more appointments anywhere. It would be too much.”

Patients who were taking clozapine all reported regular attendance at outpatient clinic for screening
for comprehensive screening for CMR, MetS and related diseases and were more than satisfied and
felt saturated with their needs for care. Patients whose care was ‘mandated’ such as in the case of
clozapine or who had multiple appointments for CMR, MetS and related diseases saw no additional

benefit or were not aware of the role of pharmacy other than for dispensing their medication.

44.2 Potential or anticipated barriers

4.4.2.1 Ability of community pharmacist to engage with patients with mental health conditions

Concern was expressed by patient respondents about community pharmacists’ ability to engage with
patients with mental health problems. Their accounts highlighted that this perception hindered
patients’ willingness to discuss CMR, MetS and related diseases with community pharmacists.

Questions were raised about emotional involvement and communication skills.

“The reality is that having a mental illness is really s**t.... there are times when I’'m ill I’'m not
so self-aware and so | can talk about quite distressing things and...then you’ve got a
pharmacist sat there with this little pile of poo [laughs] and how are they going to be
supported. | suppose for me it’s not just about money cost, it’s about the emotional cost of
people getting involved in other people’s messiness. Getting involved in this messiness is not
without cost to people.” (Claire).

The phrase “little pile of poo” stated by Claire here indicates that she feels that talking about
complicated and distressing things may be burdening the pharmacist with a set of complex issues to

deal with.

Concerns were discussed by participating patients about the parity given by pharmacists for mental

health and physical health. This was framed as questioning why pharmacists had first aid training for
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physical health but not for mental health. “Just in the same way that they (community pharmacists)
have like basic first aid training then why couldn’t they have training for mental health? Like mental
health first aid training or something.... how to respond during a mental health crisis?” (Gemma). This

was viewed by patients as an important barrier.

4.4.2.2 Unsure or unclear about the expertise, knowledge, and skills of pharmacists

For some patient respondents, views of community pharmacists’ roles and abilities ranged from being
“... just a pill dispenser,” (Claire) to “..once in a while they’ll remind you about the advice that’s on the
label anyway! Like with the simvastatin for my cholesterol, about not eating grapefruit or drinking
grapefruit juice.” (Gail). Gail’'s comments illustrated that she felt that it was of little particular value.
These patients viewed community pharmacist’s sole expertise as dispensing medication and
reiterating advice on the label. Therefore, any relationship with patients was purely transactional in

nature: exchanging a prescription for medication.

Expertise and knowledge by pharmacists of psychotropic medication and their side-effects was also
guestioned “/ just don’t know what their qualifications are, what they know, could they tell me about
my antipsychotic? | don’t know. Would they know that my quetiapine made me gain weight and how |
might deal with all of that sort of stuff?” The repetition here indicated that Khadija felt perplexed by
this. Khadija’s comments also illustrate that she felt that the psychotropic medication and its related
side-effects not only ‘belonged’ to her but were more complex than might be apparent on the surface,

they formed part of her identity and who she was.

Mental health pharmacists’ prominence in this conversation was lacking. Common responses
resonated with Denise’s comment “Oh. I didn’t know that were specific mental health pharmacists.
Are there? What do they do?” Suggesting that knowing that they existed rather than what they did

was the key issue.

4.4.2.3 Concern about burden and demands placed on the community pharmacist’s workload

The ability of a community pharmacist to be able to dedicate time to a patients’ needs was
guestioned; comments evoked a sense of concern about taking a pharmacist away from their duties or
main role as well as whether their own individual needs were important. Gemma was asked whether

she would consider asking for support in relation to weight gain “Well, they don’t have time, they can’t
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look at every person that comes in and be like ‘Oh, you’re a bit overweight have you considered x, y

and z?””

Claire describes not wanting to add to the workload and burden of the pharmacist. She explained how
she felt that the pharmacist’s time might be subject to other demands or commitments based on her

observations.

“They’re always so busy, you can see that they’re so busy, and so actually even asking for
your prescription | feel, oh flipping heck, | know you’re really busy but can | have my meds,
there are always boxes everywhere and there’s three or four of them and they’re rushing
about, I’'m your typical English woman who doesn’t want to be a problem, just give me meds
and get on with your work and your day because I’'m sure you’re doing lots of things for other
people, so | don’t want to take up their time.”

This sub-theme can be clearly seen to be related to the previous sub-theme - priority is given to the

community pharmacist’s role in dispensing medication.

4.4.2.4 Lack of privacy and confidentiality in the community pharmacy environment

All community pharmacies, which were described by patients as local independent community
pharmacies and supermarket pharmacies, were subject to critical scrutiny as being places that would
be less likely to allow discussions to take place with sufficient privacy. Some likened a supermarket
pharmacy with the supermarket checkout. Khadija was very firm with her assertion: “Look, I’m not
going to stand there in the middle of the pharmacy talking to someone about my health problems with

everyone listening whist they’re doing their weekly shop!”

Gail who regularly collected her medication from her local community pharmacy explained: “You’re in
everyone else’s earshot. Some of my issues, like my weight or my mental health are very personal you
know!” This comment highlights a view of the ‘public nature’ of the community pharmacy
environment and a discomfort with discussing mental health and CMR, MetS and related diseases in

this environment.

A few patients mentioned that they were aware of a consultation room as it had been used for an
MUR with the community pharmacist or they had specifically requested to access it in the past.
However, many said they were completely unaware of its existence. This ‘selective’ use of the

consultation room and lack of awareness of its existence may contribute to the lack of view of
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community pharmacies as a healthcare destination, source of valuable information about prescribed

medication or healthcare environment.

4.5 Theme 3: The role of pharmacy: facilitators. Detailed description of sub-themes
4.5.1 Actual or experienced facilitators

4.5.1.1 Conduit facilitating contact between patient and mental health pharmacist

Awareness of the existence of mental health pharmacists was limited. A few patients mentioned
seeing a mental health pharmacist on an inpatient psychiatric ward but were not sure what their role
was. “They (the mental health pharmacist) never interacted with me directly, even just to say hello or
introduced themself. | don’t really know what they did on the wards. | can’t remember seeing them in
the ward round either.” (Frank). All patients in the study were asked about their contact with mental
health pharmacists. Interactions, although very infrequent, were considered by patients to be in-
depth, valuable, and significant and positively impacted on their understanding, relationship with and
adherence to psychotropic medication. Where this interaction had occurred, it included a discussion
about the relative incidence of side-effects of different antipsychotics relating to CMR, MetS and

related diseases.

Such interactions were facilitated by a conduit such as a care programme approach (CPA) coordinator,
psychiatric nurse or key worker and took place either on an inpatient psychiatric ward orin a
psychiatric outpatient clinic. Andrea described how a key worker arranged a meeting with herself and
the mental health pharmacist. “The mental health pharmacist gave me a spreadsheet and explained
the difference in how often side-effects occur with aripiprazole, olanzapine and amisulpride. He said
that the aripiprazole might help me with losing weight, and, but then the olanzapine would be helpful

with sleepiness, but also cause weight gain so he explained that.”

Megan explained further “... quite a few years ago now, | had a meeting arranged for me with the
mental health trust lead pharmacist ......he was able to give me a lot more information than my
psychiatrist had about the side-effects and the screening needed such as blood tests. | felt more
confident about doing it and that probably made me adhere to medication for a bit longer than | would

have done otherwise.”

Awareness of the existence of mental health pharmacists was limited. Interactions with mental health

pharmacists were not described other than via a conduit.
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4.5.1.2 Pre-existing ‘familiar’ relationship resulting in proactive enquiry by patient

Pre-existing familiar relationships with community pharmacists or contact with a mental health
pharmacist meant that patients were more likely to seek or had already sought further advice or
support from pharmacy. This proactive enquiry was often with the community pharmacist by patients
who visited the community pharmacy regularly to collect their medication. Furthermore, as one
patient mentioned that they recently asked their key worker if they could arrange another meeting
with the mental health pharmacist from the mental health trust again highlighting the importance of

familiarity.

Irshad discussed how he was referred by his community pharmacist for smoking cessation scheme, “So
I kind of got to know the pharmacist XXXXX (forename of the pharmacist). So, he was trying to quit
smoking himself at the time, we had a good discussion. So, then he told me about the scheme and then
| think he made a referral.” This shows how a shared bond between the community pharmacist and
the patient makes the community pharmacist more accessible. Another patient mentioned they had
asked their community pharmacist for advice about diet as their own partner had experience of having

a finger prick test in the community pharmacy to check for diabetes.

Convenience due to the proximity and accessibility (including being able to attend without making an
appointment) of community pharmacy and community pharmacists when compared to GP services
was emphasised by those who utilised them for more than dispensing of medication. Trisha also
described obstacles that prevented her from getting information about the side-effects of
psychotropic medication from other sources: “I asked my community pharmacist after a few years, he
told me about the medication and their side-effects, nice chap he is, | know him quite well and he’s
really good.... | know that | could just look at my prescriptions and just google, but I'm not like that,

because | get paranoid.”

These examples illustrate important elements of the relationship that might be required for patients
to seek advice in this way: a sense of shared experience, familiarity, continuity, longevity, trust and

having had at least one meaningful interaction with a pharmacist.
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4.5.2 Potential or anticipated facilitators

4.5.2.1 Desire for face-to-face conversations with pharmacists about medication

The value of having a mental health pharmacist providing advice about side-effects and attending

mental health wards or CPA meetings was discussed.

“... it would be beneficial for wards to get in people that talked about the meds and side-
effects and came in and did group sessions, rather than the very busy nurses, who have no
time at all, they're running around, they're doing all these different shifts.... A pharmacist
working in the mental health trust who knows what the meds are ... to come and explain
what these meds do in a professional way.” (Florence).

“If I had time with a community pharmacist, I’d probably be more interested in stuff about
medications rather than them checking my blood pressure...the nurse can take my blood
pressure. Yeah, if | could go and see them about looking at all my different medications
rather than just discussing that with the GP....Certainly, I’d find it helpful if they incorporated
it more. Like, I’d love it if a pharmacist, maybe a psychiatric type of pharmacist, came to my
CPA review meetings to talk about the side-effects and other things like that.” (Megan).

The nature and content of this type of interaction are important. MURs which took place face-to-face
were seen as a superficial bureaucratic exercise and were declined by many patients. “To me that it’s a
tick box exercise and it’s about as much use as a chocolate teapot. | don’t see anything useful in the

time that I’'ve had an MUR.” (Claire).

When asked further patients did not distinguish whether they were referring to psychotropic
medication or medication for CMR, MetS and related diseases “...well all of them, any of them really
including the metformin for my diabetes and losartan for my blood pressure.” (Megan). Direct
recognition of pharmacists as professional and experts in medication is provided in these accounts.
This sub-theme also relates to one discussed as part of the lived experience earlier: the identification
by patients that they have unmet needs for receiving verbal face-to-face information about their

medication.

4.5.2.2 The pharmacist is someone who is neutral, independent or an advocate

Identification of community pharmacists and mental health pharmacists as independent and neutral
healthcare professionals when compared to members of the psychiatric healthcare team was
highlighted by some patients. Furthermore, mention was made of pharmacists that could act as

advocates for patients.
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For Claire, the pharmacist represented someone who was detached from the traumatic and troubled

experiences of inpatient psychiatric services.

“..it’s almost like the pharmacist would come on board and be my advocate....someone
neutral but who has got my best interests at heart, and who is prepared to say well actually
this antipsychotic medication might not be so helpful, or even that this is the best medication
combination that we think is best for you and don’t interfere with each other, you know? And
it’s just having someone else, another pair of eyes that’s seeing something differently outside
of the medical model, or maybe it could have we tried, why don’t we do that, see whether
that works, you know? And that would be a positive for me.”

Claire’s comments point towards the pharmacist’s role in shared decision making (SDM) relating to
medication. As such, a patient’s view of pharmacists exercising their own autonomy, acting as a
patient advocate in providing information, supporting patients to assess risk and benefits of

medication and, this in turn can enhance patient autonomy.

4.5.2.3 Desire for community pharmacists to undertake screening for cardiometabolic risk,

metabolic syndrome, and related diseases

Some patients expressed a desire for screening for CMR, MetS and related diseases. Denise recognised
the community pharmacist as a viable alternative to the GP. “If | started to get symptoms of diabetes,
like thirst or something like that and | couldn’t get an easy appointment with my GP.... the pharmacist
might be able to fit you in more readily. Maybe, even if pharmacists offered to weigh you once, if you

were obese, to weigh you once a month that might be helpful.”

Sally thought this was a great idea: “The pharmacists could do the physical checks and then | wouldn’t
have to go to the hospital clinic. | think it would be nice if it could be done in the community...the
pharmacists could pick up on it early, as you start to gain weight....I have to order my prescriptions and

go there to collect them every month anyway.”

Both comments highlight the accessibility and convenience of the community pharmacy. For patients,
community pharmacies might also have a role in facilitating early intervention and detection of CMR,

MetS and related diseases when compared to other healthcare services.
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4.6 Discussion

There is much to be gleaned from patients’ experiences of CMR, MetS and related diseases in SMI. Of
note are the intersections and entanglements of psychotropic medication and their side-effects.
Clinical discourse often follows a pattern of symptoms, diagnosis, treatment, and potential
improvement. However, the journey as described by patients in this study is far from this and the
findings here show that approaching the components of a clinical discourse as clear and distinct is
problematic. Treatment with psychotropic medication, mainly antipsychotics, was not viewed as
unconditionally good. The search for expedient medication was seen as a struggle for balance
between positive effects and undesirable side-effects (407). The patients’ reality experiencing of all of
these threads, their intersections, chiasma and entanglements is messy and complex and similar to the

findings of other studies (408).

Lived experiences are heterogeneous in nature. Identification of potential opportunities for
involvement of pharmacy is critical. Key aspects of the patient experiential journey impact on
adherence and there are unmet needs that could be met by pharmacy services. Poor rates of
adherence to psychotropic medication a major challenge in the management of SMI and could be in

part ameliorated through engagement with a pharmacist (409-412).

Research supporting pharmacists’ roles in caring for CMR, MetS and related diseases in patients with
SMl is sorely lacking (21) (see Chapter Two) and the findings here make an important contribution. The
supporting literature cited in the discussion below relates primarily to community pharmacy. Findings
here contribute to the paucity of data that currently exists relating to mental health pharmacists who

are mainly based in psychiatric inpatient services.

In common with other studies (413-415) patients in this research reported a lack of information about
psychotropic medication. These findings also indicate that patients want more than information
provision, they want information exchange, in other words, the opportunity to consider, discuss and
question, often personalised information. Finding the appropriate time in the illness continuum or
journey to discuss side-effects with patients with SMI is important. Medication is likely to be started or
changed when a patient is unwell, this may impact on their ability to fully comprehend discussions
that take place at those times. Further, this maybe more about 'nudging' the patient by building this
appropriate time into a routine interaction, for example, when they are ordering or collecting

medication or at a time close to discharge from an inpatient ward.
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A recent systematic review (407) reported that patient’s information needs may change during the
illness continuum of psychotic illnesses. For example, during the early stages, healthcare professionals
should take sufficient time to provide, and often repeat, important information. Also, in the longer
term, communication should be reciprocal, respectful, and involved a high degree of user involvement

both in treatment planning and delivery (407) as per the move towards SDM.

Manufacturers’ patient information leaflets (PILs) were not seen to be particularly useful to patients in
this study partly due to their lack of digestibility. High quality digestible information might be a useful
constituent of information exchange rather than being relied upon as the sole source. Other studies
have reported that patients believed receiving of high quality psychotropic medication information

was an important requisite for involvement (415).

As a profession, pharmacists and pharmacy technicians need to work to find effective strategies to
promote their role as experts in counselling and discussing side-effects of medication with patients
with SMI (21). Other research has shown that pharmacists may not be spending an adequate amount
of time discussing psychotropic medication related side-effects with patients (416,417). Where
pharmacists are involved in the process of selecting, switching or adjusting psychotropic medication
emphasis should be placed on the need to elicit and clarify patient’s understanding of their conditions
and values, preferences and priorities (407,418). Such a process has potential to benefit not only CMR,

MetS and related diseases but also adherence to psychotropic medication regimes.

Understanding patients’ experiences, as presented here, provide insights for pharmacists to undertake
effective information exchange. For example, patients in this study described experiencing some side-
effects of psychotropic medication before the relatively slow therapeutic benefit of the medication
occurred. A recent study (407) reported that reducing symptoms during the acute phase of psychosis
was in the main perceived by patients to outweigh side-effects. The side-effects were not perceived as
particularly detrimental. However, when psychotic symptoms diminished, most patients found the
side-effects of antipsychotics as having an extremely detrimental on mental health and well-being

(407). This highlights the need to ascertain individuals’ experience at the time of counselling.

Services and interventions to manage weight in people with mental illness are an important target for
pharmacy (419). The experiences of ‘medicated’ hunger and weight gain (including perceived risk of

psychotropic medication to cause weight gain) impact on adherence as well as patient identity (419).
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All need to be taken in to account when designing any intervention to engage patients effectively.
Another study has found that patients feel unprepared for the hunger experienced with antipsychotics
as well as the magnitude and rapidity of weight gain that can occur (2). Appropriate and timely

discussion might help prepare patients for these side-effects.

Health promotion and risk reduction interventions delivered by pharmacy could include tools and
strategies to help manage this medicated hunger, diet, and weight gain, this might include apps on
mobile phones, advice on how manage daily calorie intake or blood sugars. Advice or referral to
exercise programmes or combined health behaviour and exercise (healthy lifestyle) programmes (420)
more generally could also be useful. Obesity is preventable, and strategies to prevent diabetes and
CVD both include the common goal of optimising weight through diet and exercise (421). There is
evidence to support the feasibility, acceptability and effectiveness of pharmacist-led interventions
(mainly community pharmacists) for a range of CMR, MetS and related diseases including but not
limited to smoking cessation (422—424), alcohol use (425) cardiovascular risk (426,427) diabetes
(428,429) and weight management (430—434).

Smoking cessation and alcohol reduction services are routinely delivered through community
pharmacy (179). Weight loss achieved in those studies (430—-434) as similar to that compared with
other interventions in other primary care but not sustained in the longer term when compared to
control or other interventions. The small number of studies which focused on cardiovascular risk and
diabetes (426,427,429) fall low on the evidence hierarchy and were conducted in Australia where
health system infrastructure and funding for these services is likely to differ from the UK. One of the
studies which focused on diabetes (428) could not find strong evidence for the link between the
intervention and outcomes measured. None of these studies have specifically focused on patient with

comorbid SMI.

As already highlighted important elements of establishing and maintaining relationships with patients
include familiarity and at least one meaningful interaction. Data in this study also points to other
elements that might be important that have also been found in other studies (374,435,436), such as
longevity, a sense of shared experience and trust (437). Patients also need to feel that pharmacists are
willing to engage with them and have the time to do so. These are similar to factors highlighted in

work by Philip Ley 'communicating with patients' (438).
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There is a tension in developing personal relationships that patients reported wanting. Such
relationships require high frequency and in-depth interactions and currently neither community
pharmacists nor mental health pharmacists appear to be currently fulfilling this. However, what is also
clear is that patients are more likely to know their community pharmacist. The findings in this study
highlight an incongruence between SMI patient experience and needs for CMR, MetS and related
diseases and the role that pharmacy currently has in their illness continuum, management, and

journey.

Identification of the actual and potential barriers and facilitators can help towards effective targeting
future service design and delivery of interventions for these patients. Strategies to overcome barriers
and enhancement of facilitators could act as a starting point to bridge this gap. In addition, whether

pharmacists are the most appropriate healthcare professionals to provide these services.

In order for community pharmacists to deliver effective care for CMR, MetS and related diseases
patients in this study saw a need for community pharmacists to have access to some of their clinical
data. In April 2017 community pharmacy access to the summary care record was granted (439) which
allows read only access to a limited amount of patient data including current repeat prescription and
allergies but not patient diagnosis. A notification to a community pharmacy nominated by the patient
when they are discharged from secondary care psychiatric services would also be useful for both the
patient and the community pharmacy team. A systematic review into patient and public perspectives
of community pharmacies also found that a lack of access to medical records and communication
difficulties with other healthcare services were significant barriers to patients acceptability of

pharmacists’ extended roles in the wider health-care system (440).

Patients in this study felt that a lack of community pharmacist’s knowledge of specific information
such as the therapeutic indication for psychotropic medication or their diagnosis contributed to a
feeling of not being recognised as an individual. Further, the patient’s role in having to provide this
information to the community pharmacist on repeated occasions was a source of frustration for the
patient. Evidence from patients here also suggests that this lack of knowledge of patient specific
information may be a barrier to patients feeling confident about the community pharmacist as a
healthcare professional the community pharmacy as a healthcare destination. This has not been
explored in the published literature. The need for community pharmacists to have access to
comprehensive patient healthcare records has been recognised (441) and more recently there have

been moves towards making this a reality.

121
D. Sud, PhD Thesis, Aston University 2021



There are no published studies that have explored how comfortable patients with mental health
diagnoses are discussing their physical health problems with community pharmacists. In this study
concerns about community pharmacists’ ability to engage with patients with mental health conditions
were identified as an important barrier for patients to discuss their physical health. Studies have
reported that patients are comfortable discussing CMR, MetS and related diseases such as diabetes
with community pharmacists (442) but there are also studies that indicate the contrary (443). Studies
have reported that patients are comfortable discussing their mental health with community

pharmacists (444) but again there are also studies that indicate the contrary (445).

For some patients in this study, it was not a simple matter of being averse to pharmacists or
pharmacy services but rather of not having a clear understanding of how the pharmacist’s expertise

could be useful to them in managing CMR, MetS and related diseases.

Although it was a shared perception amongst some patients in this research it is not known whether
the community pharmacists were actually and uniformly busy over the course of a working day. In the
primary care setting pharmacists are the only healthcare profession that patients can observe
conducting a large proportion of their role, from dispensing medication to counselling or advising
patients over the counter. The work of no other healthcare profession in primary care is as
transparent and visible. This may have an impact in undermining the potential that patients feel they
can approach the pharmacist to speak to them. This may be moderated by factors already discussed
such as when a patient knows their pharmacist. These factors may set out the ‘terms’ under which the
pharmacist may be approached or whether they feel it is appropriate to ask for advice. This is
supported by findings from other qualitative research studies (446) conducted in patients with
diabetes. Patients in this research felt that community pharmacists were busy places, and this may
have had an impact on their willingness to ask for advice. Other research on community pharmacist
consultations which reported that the general public viewed pharmacists as too busy to engage with
patients (440,447). The findings in this study appear to support this conclusion and that the patient

respondents saw pharmacists as lacking individually-available time.

When compared to other healthcare settings where private consultations rooms are used as part of
everyday care then patients might obviously recognise their absence in the community pharmacies as
a limitation to the possibility of having confidential conversations. Other studies have also found that

patients feel that the community pharmacy environment is not conducive to private discussions
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(374,440). Lack of an appropriate space in which to have an uninterrupted conversation may also

impact on whether patients feel able to request advice or support from the community pharmacist.

There are positive and negative aspects to conduits facilitating meetings between patients and mental
health pharmacists. Conduits, such as psychiatric nurses, are much more likely to have a closer
therapeutic relationship with the patient and acts to ‘open the door’. On the other hand, if mental
health pharmacists were more physically and regularly prominent in psychiatric healthcare settings
then their role would be more clearly identified and recognised and would not need to be reliant on
conduits. In addition, some information may be lost in translation through intermediaries. Also, not
known is whether interactions between pharmacists and mental health pharmacists have been
negatively impacted or impeded by conduits. Within healthcare the place of such as conduits is not a
new one, usually within the context of nurses relaying information between doctors and patients or
facilitating transition between services (448). Further work is needed to determine how this
triumvirate relationship between the mental health pharmacist, patient and conduit affects the extent

to which patients are likely to engage with services provided mental health pharmacy.

Other studies have reported that patients see community pharmacists as isolated from the rest of the
healthcare team (440,449). However, data in this study are more nuanced, some patients viewed the
position of pharmacists as potential patient advocates and this is underpinned by their neutrality and

independence as they were not integrated with the rest of the team.

Patients discussed access convenience and not needing to make an appointment as advantages for
community pharmacy compared to their GP. What is not known, however, and could be the focus for
further exploration is how the nature and quality of relationship with other services impacts on how
the relationship of the patient with the pharmacist, primarily the community pharmacist. For example,
if the patient has a difficult relationship with their GP are they are more likely to seek advice from a
community pharmacist. One study focused on patient engagement in services provided by community
pharmacists relative to those provided by general practitioners (436). They report that lack of trust
undermines relationships with community pharmacy. Also, due to lack of familiarity new services may
be considered by patients to be ‘high risk’ (436). This study suggested an increase the quality and
frequency of patient interactions with community pharmacists will have a positive impact on this trust

(436).
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Patients here identified their own abilities to learn and manage CMR, MetS and related disease. The
published literature has explored self-management and related issues such as SDM and information
exchange. The outcomes of these studies are mixed (450) and little is known about which outcomes
are valued by patients (451). Self-management may or may not encourage further autonomy (450). A
recent systematic review of pharmacist-led self-management interventions for diabetes reported a
significant improvement in HbAlc values (452). The studies in this systematic review included
pharmacists from both hospital and community settings and used a number of different approaches
including education on diabetes complications, medication, lifestyle, and teaching of self-management
skills (452). Systematic reviews report that self-management needs depend on individual patient
characteristics and development (453). The focus of self-management support should ideally be how
to identify problems and how to take appropriate actions (454). Another important factor for
successful interventions might be the depth of interactions over time, with the depth of interactions
being more important than the duration of the intervention. Certain patient groups may be more
vulnerable to having fewer self-management skills than others. For example, patients with a low level
of health literacy may benefit much more from self-management support compared to those who are

more health literate (455,456).

However, health literacy is only part of the picture, patient preferences and coping styles (passive
versus active decision-making) are also important (457). Heterogeneity amongst patient 'groups' may
explain why so many study interventions outcomes in RCTs fail to yield anticipated outcomes. Such
study interventions are based on 'set' methods and processes and therefore do not allow for the
person-centred care (457). Ultimately, across health research, a key finding is that anything related to
behaviour change or self-management if thought of as a behaviour is influenced by a trusting, non-
judgemental relationship with a clinician. Further, this should be underpinned by a person-centred
approach which enables open communication and dialogue (457). This is particularly the case amongst
those diagnosed with a potentially stigmatising diagnosis such as SMI. Whilst pharmacist-led
interventions have been shown to be of value peer-to-peer initiatives are also very valuable for these
types of education and learning, future research should focus on how pharmacists could facilitate and

support peer-to-peer approaches.

The target population for pharmacy for health promotion and risk reduction strategies or
interventions might be to prioritise filling gaps in current service provision or those who are otherwise
underserved or not supported. For example, this might not include those already receiving care for

diabetes from GP or secondary care acute services or whose blood tests are mandated otherwise if
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they are on clozapine. Data from this study suggest that patients that fall within these groups may be
the least receptive to such interventions as they feel ‘saturated’ with appointments. This study
suggests that there are unmet needs in other patients. The definition of target population should
incorporate care already being received rather than just absolute risk. In addition, this might benefit
from being stratified targeting those with greatest amount of unmet need that experience the
greatest benefit. Given that many patients collect their medication from a community pharmacy, this

represents the ideal opportunity to ‘capture’ patients with unmet needs.

The position and place of pharmacy services in having positive impact on outcomes for patients with
unmet needs or who are underserved has been explored in the literature. Research studies have
reported benefits for hypertensive patients comparing pharmacist — doctor versus doctor only care
models (458), diabetic patients as part of an MDT (459) and patients with long-term multiple
conditions including psychiatric conditions (460). All these studies utilised pharmacists’ expertise in

medication and lifestyle interventions.

4.7 Chapter summary

This research has highlighted a significant fracture between patient experiences, views, perceptions
and desires and their experiences of services and care currently being provided by pharmacy. Patients’
views of pharmacists, the only pharmacy professional discussed, are mixed. Despite frequent contact
with community pharmacy, awareness of community pharmacy services beyond medication supply
was limited and patients saw them as isolated from the rest of the healthcare team. But this itself may
be seen to have some inherent advantages. Although the depth of interaction was reportedly high,
patient accessibility and frequency of contact with mental health pharmacists is extremely limited. For
community pharmacists to deliver effective care for CMR, MetS and related diseases for individuals

with SMI clinical skills beyond the supply of medication need to be recognised and embraced.

Potential barriers to a different role for community pharmacy include a lack of understanding of
pharmacists’ training and knowledge by patients, the need for reorganisation of pharmacists’
workload to accommodate high-quality services effectively and the provision of appropriate facilities
within the community pharmacy environment. Ease of access and convenience of community
pharmacies present a major advantage. The patient’s lived experience is central to this thesis and this

chapter has provided the framework central to how the data from other participants relating to their
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illness will be understood. The next chapter explores the views, experiences and perceptions of

informal carers who play a critical role in the care and everyday lives of these patients.
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Chapter Five: Cardiometabolic risk, metabolic syndrome, and related diseases
in severe mental illness: the role of pharmacy in lived experience of patients.

Findings from informal carer interviews

5.1 Introduction

Informal carers were asked about their experiences of CMR, MetS and related diseases in the patients
with SMI who they cared for and in particular the role of pharmacy. The interviews sought to explore
and understand the carers role for patients with CMR, MetS and related diseases and SMI. In addition,
they explored the carers’ views, experiences and perceptions of pharmacy and the role of pharmacy in
providing for the needs of the patient but also their own needs. This exploration provides another
perspective on particular interventions or service developments that could support them in helping

those they cared for and whether informal carers of patients would engage.

The aim of this chapter is to discuss the findings of the analysis of the semi-structured interviews with
eight informal carers (spouses, romantic partners, other family members and close friends) of patients
with CMR, MetS and related diseases and SMI. Respondents varied by age and sex and whether they
resided with the patient or not (demographic details of the sample are provided in Table 5.1). Detailed
information about methods is provided in Chapter Three. Informal carer data was coded against the
framework developed in Chapter Four from patient data. Six of the eight informal carers were also
part of a caring dyad; dyads were recruited via the patient and this specific aspect is explored in

Chapter Six. The key points are summarised at the end of the chapter.

This chapter contributes to the research question in the following ways:

e understanding the role that informal carers play in the management of CMR, MetS and related

diseases of patients with SMI and the impact these have on the informal carer,

e understanding what the role of pharmacy is for informal carers of patients with CMR, MetS
and related diseases of patients with SMI and therefore for the patients for whom they

provide care.
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Table 5.1: Demographic data of informal carers of patients with severe mental illness and
cardiometabolic risk, metabolic syndrome, and related diseases (self-reported)

Participant
pseudonym

Gender

Ethnicity Age

range

Relationship CMR, MetS or

to the
patient they
care for

related diseases
and other
physical health
diagnoses of the

Psychiatric
diagnosis/es of the
patient they care
for

Do they
reside with
the patient
they
provide

patient they care for?
care for
Daniel Male White 40-44 Was the Asthma Bipolar Affective Did live
patient’s Underweight Disorder together at
fiancé/ Smoker the time of
romantic the
partner romantic
relationship
Louisa Female White 65-69  Sister Prediabetes Schizophrenia No
(part of a Hypothyroidism
caring Obese
dyad)
Scott Male White 55-59 Husband Overweight Schizoaffective Yes
(part of a Hiatus Hernia Disorder
caring
dyad)
Naomi Female White 50-54 Mother Morbidly Obese  Schizophrenia, Yes
(BMI53.2) Obsessive
Ex-smoker Compulsive
Gout Disorder
Autism
Attention Deficit
Hyperactivity
Disorder
Charles Male White 65-69 Romantic Palpitations Paranoid No
(part of a partner Overweight Schizophrenia
caring Hysterectomy Obsessive
dyad) Compulsive
Disorder
Mikkel Male White 40-44  Brother Unknown Unknown No
(part of a
caring
dyad)
James Male White 40-44 Husband Hyperthyroidism  Bipolar Affective Yes
(part of a Torn Ligaments Disorder
caring in Ankle Post-Traumatic
dyad) Overweight Stress Disorder
Julia Female White 25-29  Daughter Hypertension Antibiotic Induced No
(partof a Obese Psychosis
caring Investigations
dyad) being carried out
for Arthritis
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The analysis identified three main themes (see Table 5.2). The first theme relates to the psychotropic

medication, the information provided about these and the management of their side-effects. The

other two themes relate to the role of pharmacy and the factors that facilitated or limited support

from pharmacists, whether in hospital or community settings.

Table 5.2: Themes and sub-themes for informal carers

Theme Sub-theme

Theme 1: CMR, e Prolonged and protracted, repeated, and recursive: the trials of trying
MetS and different psychotropic medications
related ¢ Information provided about psychotropic medication side-effects,
diseases, screening, or management of CMR, MetS and related diseases
psychotropic e ‘Medicated’ hunger
medication, e Impact of weight gain
psychotropic e  Deeper or different understanding — learning to manage
medication e Summary of informal carers’ interactions with pharmacists in terms of
side-effects frequency and depth
and SMI
Theme 2: The Potential or anticipated
role of e Ability of community pharmacist to engage with patients with mental
pharmacy: health conditions
barriers e Unsure or unclear about the expertise, knowledge, skills, impartiality,
and neutrality of the community pharmacist
e  Visibility and presence of community pharmacist — out of sight out of
mind
e  Concern about burden and demands placed on the community
pharmacist’s workload
e Hierarchy of healthcare in primary care
e  lack of privacy and confidentiality and worries about stigma in the
community pharmacy environment
Theme 3: The Potential or anticipated
role of e Desire for pharmacists from any setting to engage with informal carers.
pharmacy: e Desire for more information about psychotropic medication
facilitators e Desire for the community pharmacist to undertake non-invasive
screening for CMR, MetS and related diseases
e Desire to be a point of contact for pharmacists from any setting
e Shared knowledge and understanding will facilitate better care for the
patient
e The pharmacist, from any setting, could be someone who might support
self-management for the patient

Key: Potential or anticipated: not actually experienced but anticipated as potential barriers or

facilitators
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5.2 Theme 1: Cardiometabolic risk, metabolic syndrome and related diseases,
psychotropic medication, psychotropic medication side-effects, and severe mental
illness

5.2.1 Theme 1: Introduction

Informal carers actively participated in moulding the experiences of those who they provided care for
and shared in this experience. Involvement in this journey was both practical and emotional and the
lives of informal carers were affected sometimes in deeply profound ways. Informal carers were
involved in both ‘looking after’ from the perspective of doing practical tasks such as collecting
dispensed medication from a community pharmacy (caring for) and providing emotional support

(caring about).

The impact of a diagnosis of a SMI and CMR, MetS and related diseases, were, for the patient, lifelong
and enduring. There were times when the level of impairment and illness were severe and the level of
informal care ‘work’ increased both in magnitude and complexity for instance with relapses in mental
illness. In addition, there was ongoing continuous ‘work’ that was also complex and intense in its own

way, like managing a healthy diet or medication.

Descriptions provided here by the respondents, some of whom have had lifelong experiences, also
illustrated how the passage of time changed their perceptions, views and understanding within their
caring role. “I know so much more now than I did before, some things are easier. On the other hand, as
time has passed my own levels of stress and burden have increased as we’ve both got older and our
illnesses have progressed.” (Charles). Many informal carers had additional demands including their
own physical health, mental health, and emotional and social wellbeing as well as other caring

responsibilities.

Responses provided by informal carers show that there was no clear delineation between the impact
of CMR, MetS and related diseases, psychotropic medication, psychotropic medication side-effects
and SMI. “Having lived with someone who has a serious mental health condition, as well as having
physical health complaints, with all the medication and the side-effects that go with that, you know,

you can’t divide one from the other.” (James).
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5.2.2 Theme 1: Detailed description of subthemes
5.2.2.1 Prolonged and protracted, repeated, and recursive: the trials of trying different

psychotropic medications

Six carers had relationships with the patient that preceded the diagnosis of SMI and CMR, MetS or
related diseases of the patient. All carers provided reflections on their experience of diagnosis of SMI
which focused on the process and uncertainty. James, an informal carer, explained how he and the
patient he cared for had “endured different mental health ‘labels’ that had been applied and ‘stuck
on’,” other respondents reported that uncertainty impacted on the level of trust of psychiatric services
and resulted in reduced agency for the patient. Long delays in diagnosis as well as a perceived
haphazard route to getting there meant that carers were grappling with unknowns and this impacted

on their ability to establish their own identity as an informal carer.

The informal carers gave primacy to the need to avoid a relapse in mental health to avoid things
“spiralling out of control” (Daniel). Anguish was expressed as relapses had resulted in suicide attempts
and significant impacts on the rest of the family. Scott explained the role of medication and specifically
the role antipsychotics played in this: “They all have, | think, side-effects to some degree and we’ve
tried amisulpride, olanzapine, risperidone, all of them have side-effects of some sort, but any
antipsychotic is better than none because if she has none, everything just spirals. | mean, it’s barely
manageable now.” A desire for a good quality of life and recognition of patients’ rights and autonomy
were frequently articulated within the context of psychotropic medication side-effects. With this
however, guilt followed for some as their role and position in undertaking some level of surveillance of
medication adherence also meant that they indirectly were endorsing side-effects like weight gain and

‘control’ exerted by psychiatric care.

5.2.2.2 Information about psychotropic medication side-effects, screening, or management of

cardiometabolic risk, metabolic syndrome, and related diseases

Consistent throughout the interviews were narratives about the scant provision of information from
healthcare professionals about psychotropic medication side-effects, screening, or management of
CMR, MetS and related diseases. This left informal carers feeling unprepared and ill-equipped. Daniel
spoke about his role as the ‘holder’ of the medication and supervising its administration to ensure a
harmonious family life, but his lack of knowledge about the side-effects lead to feelings of uncertainty.

“Treating with medication that | don’t understand as if | understand it.” For respondents, the lack of
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information led to a degree of distrust of healthcare professionals as it was felt that information was
being withheld. Daniel was asked about information he was provided with. “/ was given very little
information. They told me this medication would fix my fiancée, that it would help her symptoms.
When | did push for more information, | felt like | was very quickly cut off, overlooked, or dismissed. It’s
difficult to build a trusting relationship if you feel that things are being hidden or are not discussed

openly.”

Many informal carers were astonished at the disparity between the magnitude and impact of changes
to appetite, hunger, and weight and the paucity of information provided about CMR, MetS and related
diseases. Charles spoke about attending a clozapine clinic with his romantic partner “....when we sit in
the waiting room it’s really sad to see because nearly all the people who come in for the clozapine
tests, they’re all overweight, like grossly overweight, and that sort of hammers it home that it is the
medication, | mean if it so burdensome and occurs so common then why won’t they just tell us, | don’t

understand?!”

Similar accounts of the difficulties regarding psychotropic medication were apparent throughout the
data. That they were encouraging adherence and simultaneously witnessing the cost of this practice.
This also serves to reinforces carer’s feelings of betrayal and distrust of healthcare professionals who

were supposed to be treating and caring for their loved ones.

Comparison of patients and their informal carers withing caring dyads of prescribed medication
revealed variable knowledge amongst carers. Although there was good knowledge about the names of
individual medications prescribed and whether they were generally for SMI or for CMR, MetS and
related diseases and other physical health condition. There was variable knowledge of medication
regimes such as doses and timings of administration, specific indication and side-effects. There was no
association between the carers relationship type, whether caring dyads lived together or any other
demographic data collected in explaining the variability. However, this is a small dataset and further
exploration with formal statistical analysis such as regression analysis would be needed to confirm

this.

5.2.2.3 ‘Medicated’ hunger

A few informal carers spoke of the effect of medication on their loved one’s hunger. Naomi described

the nature of this ‘medicated’ hunger, which was almost immediate on commencing antipsychotics
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“He was constantly hungry, always very very hungry.” Mikkel went further ...“she (his romantic
partner) becomes uncontrollably hungry and un-satiable, just so un-satiable, so she keeps eating and
eating and eating and so yes, she puts on weight very quickly” emphasising the endless nature of the

‘medicated’ hunger and the rapidity of weight gain.

There was distress associated with observing patients’ behaviours in eating patterns including the time
of day. Charles spoke about his romantic partner: “she comes down during the night like a zombie and
eats lots of food.” Charles’ use of the term ‘zombie’ here points towards a lack of volition on the
patients’ behalf. Other carers commented on the nature and amount of food being consumed, Naomi
said, “.....he’ll just eat anything and everything that’s in the fridge, a whole big, massive block of
cheese, anything he can get his hands on. And it’s like a constant cycle of self-destruct, and he knows it,
but how you break that cycle? | don’t know. It’s so upsetting for me.” Naomi’s comments about her

son here also highlight her sense of helplessness. It also emphasizes the importance that informal

carers placed on their desire for their loved ones to exhibit self-control and self-care.

These changes in behaviours around food were unanimously attributed to antipsychotic medication
and portrayed as ‘medicated’ hunger as opposed to ‘normal’ hunger. Julia explained what happened

to her mum “I would say it’s related to olanzapine, so it starts when she starts on olanzapine not any of
the other medication she has been on.” She went on to explain further “....she’s had olanzapine in the
past and then it was stopped and she doesn’t eat so much, it’s just normal.” For some carers, the loss
of control of hunger and appetite was felt to be akin to the patient’s loss of insight during relapse in
mental health. “It’s as if my sister’s not in control of her hunger and how it drives her to eat. It’s like the
loss of control she has over her thoughts and voices she hers when her schizophrenia relapses.”

(Louisa).

5.2.2.4 Impact of weight gain

Carers described their upset about the impact of weight gain on a broad range of aspects of life for the
patient. Naomi spoke about her son. “Something happened that was really sad this week, incredibly
sad for me. He came down from the shower, and | could see that his toenails were incredibly long. |
said to him, You need to cut your toenails.” and he said, “I can’t reach them’.” Naomi went on “That is
desperately sad, isn’t it? That at 26, you can’t, physically, cut your own toenails, that your mum’s got

to cut your toenails because you can’t actually reach them.” This also illustrates the dependency some

patients have on informal carers to undertake everyday simple mundane tasks of self-care.
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Informal carers questioned the primacy that patients placed on self-appearance over long-term health
conditions and the impacts of CMR MetS and related disease such as weight on these conditions.
Charles spoke about his romantic partner “If she could look in the mirror and be satisfied with her
image and shape, she would be quite willing to put up with the process of putting a strain on heart, like
not being able to bend or stretch properly you know or walking up a hill and getting out of breath. She
would be willing to bear that just have to a nice figure. She wants people compliment her on how good

she looks.”

Whilst informal carers acknowledged the impact of weight gain on self-esteem and self-confidence,
they placed a greater value on the ability of the person they cared for to undertake physical activity, to
go to work and reduce their risk of long-term health problems. “I think she is very focused on the
superficial, how she looks, for her self-esteem and confidence. To me the risk of long-term health issues

and the ability to be able to work are a greater priority.” (Mikkel).

5.2.2.5 Deeper or different understanding — learning to manage

Informal carers described how their role had evolved over time. Exposure to a unique set of
intersections and entanglements impacted on how informal carers experienced practical, social, and
emotional demands. Julia explained that as time had passed her mum’s position had moved from one
of denial to one of acceptance; that having long-term multiple illnesses required adherence to
treatment and self-care by attending appointments, undertaking exercise, and following a daily

routine.

A few carers described gradually putting in increasing amounts of effort ‘working behind the scenes.’
Informal carers were heavily invested in their role at the expense of other social roles and all informal
carers described becoming socially isolated. They themselves felt invisible and this feeling was
compounded by the stigma experienced by the patient. This highlights how informal carers’ identity
was moulded by the way they felt about themselves and how they felt they were viewed by others.
‘Working behind the scenes’ and ‘hiding’ the demands placed upon them may them, may also lead to
an underestimation of the demands placed upon them and undermine opportunities for positive

recognition from others including the patient they care for.

Scott described the ‘behind the scenes’ work he did daily: “Mainly stay at home and look after the

house, do the housework like cleaning and the washing....so she can go to work or go to the gym or do

134
D. Sud, PhD Thesis, Aston University 2021



some exercise.” James described himself as an ‘enabler.” Primacy was placed on not undermining the
patient’s feelings of independence or autonomy, to achieve this, informal carers ‘hid’ the care they
provided. Some informal carers spoke about their own physical and mental health ilinesses,
experiences of anxiety, depression as well as diabetes and heart problems. A few spoke about the
additional impact that additional responsibilities such as looking after young children had on their

burden as carers.

Informal carers also reported contributing to and supporting healthier lifestyles for patients with SMI.
This included giving advice and encouragement about food choices and preparing meals. They also
helped support attendance to physical health appointments at mental health trust and primary care as

well as supporting engagement with physical activities as described above.

5.2.2.6 Summary of informal carers’ interactions with pharmacists in terms of frequency and

depth

Interactions with community pharmacy were encapsulated as three ‘scenarios’ based on depth and
frequency of such interactions with themselves, the patient and the community pharmacy: shared
utilisation of pharmacy service, superficial transactional relationship, or awareness of interactions with
the patient. These categories were not mutually exclusive. For example, an informal carer might be
aware of interactions between the patient and the pharmacy but also on occasion collect medication
from the community pharmacy on behalf of the patient. On the other hand, some were aware of
interactions but had never had any contact with the pharmacy themselves. Regardless of experience,
provision of medication information or support from pharmacy or pharmacists for informal carers for
CMR, MetS and related diseases and SMI was absent in the interviews as were accounts of

interactions with mental health pharmacists.

e Scenario 1: shared utilisation

One informal carer described that both himself and his romantic partner used the same
pharmacy for obtaining medication. In addition, the community pharmacist at this pharmacy
had conducted MURs for himself and this partner separately. He was unaware of what
advice or support was specifically given to his partner with regards CMR, MetS or related

diseases in patients with SMI or psychotropic medication or psychotropic medication side-
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effects. However, this may be an issue that relates to patient confidentiality and what

permission the patient had given or information the patient had shared.

e Scenario 2: superficial transactional relationship focused on medication supply

A significant proportion of the respondents described a superficial transactional relationship
with community pharmacy. These carers collected dispensed medication from the pharmacy
regularly as part of their role or when the patient was unable or asked them to. Pharmacists
were not viewed by these informal carers as being an integral part of the current care being

received or ancillary to their needs.

e Scenario 3: awareness of interactions between the patient and pharmacy/pharmacist

All informal carers were aware that the patient regularly visited the community pharmacy to
collect medication. One informal carer knew that his wife had received specific information
as part of a consultation with the mental health pharmacist from the local mental health

trust and that this had been arranged by her key worker.

5.3 Themes 2 and 3 Introduction

Community pharmacists were mentioned by all informal carers and two mentioned mental health
pharmacists. Views and experiences were mixed. Carers’ experiences of healthcare services for the
patient were within primary care and both inpatient and outpatient secondary care psychiatric
services. Carers’ experiences are explained in terms of barriers and facilitators in engaging with
pharmacists. Barriers and facilitators are based on the descriptions from the cares’ second-hand
information from the patient because of their lack of direct experience with pharmacy. Facilitators
were only mentioned with respect to mental health pharmacist, none were mentioned for community

pharmacists.
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5.4 Theme 2: The role of pharmacy: barriers. Detailed description of sub-themes
5.4.1 Potential or anticipated barriers

5.4.1.1 Ability of community pharmacist to engage with patients with mental health conditions

Mental health conditions or diagnoses were viewed as a hurdle to overcome. The question of whether
community pharmacists could effectively engage in conversations about CMR, MetS and related
diseases in a patient with SMI was raised by some respondents. “Yes. | mean, it’s a minefield because
you’re talking, especially with mental health, you’re talking to people who are living with mental
health difficulties and are very sceptical of the objectives of people that are randomly trying to get into
their life and interfere in their lifestyle.” (Mikkel). We see here the association being made between
the need to establish a long-term relationship before providing advice and support and take in to

account that provision of these are patient-led.

Informal carers felt that community pharmacists should undertake training in mental health. Further,
that community pharmacists should know who to contact for different situations. The need for
pharmacy and pharmacists to network and communicate with other NHS services such as the GP and

mental health services were considered as part of this discussion.

5.4.1.2 Unsure about the expertise, knowledge, skills, impartiality, and neutrality of the

community pharmacist

All informal carers identified the primary role of the community pharmacist in supplying medication
and providing advice about over-the-counter preparations. “/ visit the pharmacy either to ask about
whether medication is in, or collect medication for xxxx (patient), yeah, just basically that. | just walk in
collect the tablets and walk out. I've not known any different.” (Naomi). The knowledge and expertise
of community pharmacists to undertake roles beyond this was questioned. “To my mind pharmacists

dispense medication, they don’t dispense advice.” (James).

Two informal carers were suspicious of pharmacists’ commercial affiliations and financial motives. “Of
course, there’s a tension between commercial requirements and the pharmacy as place to deliver any
type of healthcare .... the community pharmacist will only engage in it if there’s some potential benefit
for them.” (Mikkel). This alongside the view that community pharmacists had isolated roles
contributed to questions around how community pharmacists might be seen by other healthcare

professionals. “Sometimes | question how they (community pharmacists) are able to marry up the need
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to make a profit alongside providing care and being neutral and impartial? They operate very much
independently and the need to make profit | think effects how others like the GP might see them.
Morally difficult I guess.” (James). This view of the pharmacy as a ‘business’ may undermine or

mitigate any potential clinical role and facilitators.

5.4.1.3 Visibility and presence — out of sight out of mind

Physical visibility was important to some informal carers “... the qualified pharmacist ought to be on
the floor talking to patients directly and helping them with their concerns about side-effects and
interactions, whereas what you see most of the time is them hidden behind the counter.” (Mikkel). We
see here visibility being equated with accessibility and approachability. Mikkel went on to suggest how
this barrier might be overcome “Maybe there could be two pharmacists, one doing the dispensing and

counting the tablets and the other one on the floor talking to patients and helping them.”

This reinforced the view of the community pharmacy as a commercial environment and the primary
role of the pharmacist as dispensing medication. “Sometimes you go in and the shop assistant checks
your details and hands over the medicine, there’s no real conversation. You might not even see the
pharmacist.” (Naomi). There is a sense of frustration here and a desire for something more than a

superficial relationship.

5.4.1.4 Concern about burden and demands placed on the community pharmacist’s workload

“At the moment all you see is the pharmacist is running around busy counting pills. It makes you feel
that you can’t really interrupt them, can you?” (Mikkel). Mikkel’s comment resonates with the
pharmacist’s lack of availability and consequent lack of approachability. The positive aspects of
community pharmacy may be attenuated by the busyness that is observed. “On the one hand they are
open most hours and you can just walk in and you should be able to speak to them without an
appointment but all you see is the top of their head pop-up once in a while and the phone is constantly

ringing.” (Mikkel).

The need to be free and have time to speak to the patient or the carer was seen to be related to the
pharmacist placing value and importance on informal carers’ needs and demands. Not being
distracted by other tasks and having dedicated time was also mentioned by other carers. “It’s already

difficult for us, we have so much to do. You need to know that someone is available and free to give
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you the attention you need. Some of these issues about morbid obesity, schizophrenia and autism are

quite complex and take time and attention to fully appreciate and understand.” (Naomi).

5.4.1.5 Hierarchy of healthcare in primary care

In professional terms the community pharmacist was seen as subordinate to the GP, the community
psychiatric nurse and psychiatrist by some informal carers. This was in line with the four sub-themes
already discussed where suppling medication was identified as the primary expertise of the
community pharmacist. The integrity of advice was considered by informal carers to be dependent on
health professional’s position in what they saw as a healthcare hierarchy. This in part related to what
informal carers saw as “complicated issues around diagnosis, finding the right medication and the
relationship between the mental and physical health. Getting in the middle of all of that and teasing it

Ill

out isn’t easy you know. It can be messy!” (Naomi).

“If the pharmacist suggested something for xxxx (romantic partner) then you might not rely entirely on
their advice. | might go and check this with the GP or the CPN or the mental health team first.
Psychiatry meds are complicated things.” (Charles). The extent to which the carer would recommend
the patient acts on pharmacists’ advice depends on their relationship with other healthcare
professionals; they would double check it with the GP first. This carer is highlighted what seems to

them the anomalous positioning of pharmacist’s authority in the primary care team.

5.4.1.6 Lack of privacy and confidentiality and worries about stigma in the community pharmacy

environment

A significant proportion of carers had concerns about the confidentiality and privacy within the
community pharmacy environment. “I’m not really sure anyone would want to have a conversation in
front of everyone else there that’s waiting. There’s enough stigma about mental health out there
already. You’re not likely to open up about antipsychotics or for schizophrenia because there is a fear
amongst patients and carers of being judged!” (James). Informal carers had a heightened awareness of
stigmatising attitudes and behaviours from the general public. Further questioning revealed that
informal carers did not believe that pharmacy staff or pharmacists held stigmatising views of mental
health. “I would guess they see and come into contact with a wide range of people, | don’t feel from my
limited understanding of what they do or who they are that they stigmatise mental health issues.”

(Mikkel).
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Direct comparisons with other primary care services were also made. “You don’t go to your GP and
have your consultation in the waiting room, do you? So why would you do this anywhere else?”

(Mikkel). Some respondents, however, knew about consultation rooms that were available in some
community pharmacies. Both Charles and his romantic partner had used a consultation room when

they each had separate MURs in their community pharmacy.

5.5 Theme 3: The role of pharmacy: facilitators. Detailed description of sub-themes
5.5.1 Potential or anticipated facilitators

5.5.1.1 Desire for pharmacists from any setting to engage with informal carers

Whilst it was apparent that none of the informal carers interviewed had in-depth relationships with
community pharmacists or mental health pharmacists, half of them (n=4) felt that such engagement
could potentially be useful. Discourse was mainly orientated towards community pharmacists;
mention of mental health pharmacy was sparse. This reflects their own and the patient’s frequent
contact and awareness Informal carers described providing support with various aspects of medication
management including arranging and collecting supplies from the community pharmacy, supervising
adherence, screening, and managing side-effects of CMR, MetS and related diseases such as assuming
responsibility for medicines taking behaviours during periods of mental health deterioration

supporting management of diabetes.

Particular aspects of the relationship, with the community pharmacist, were considered important,
“Well they need to first establish a relationship with me so that there is trust, | would need to feel like
they understood my position. | would like to discuss what my needs are as a carer if I’'m honest.”
(Charles). Mikkel described his expectation “Like what you want from your bank, you want to be able
to walk in and talk to somebody you know and who you trust.” (Mikkel). This comment also highlights
the need to establish a personal relationship and trust, as seen already in this chapter, with them as an

individual.

5.5.1.2 Desire for more information about psychotropic medication

Informal carers had a variety of approaches to understanding patients’ psychotropic medication. Some
actively sought information from the manufacturers’ PILs provided in the patient’s dispensed
medication or the internet. Others were not interested mainly because they regarded psychotropic

medication the responsibility of the psychiatrist. Informal carers felt satisfied with the information
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they had received about medication for physical health conditions and that these needs had been met
by the GP or physical health specialist teams from secondary care. “My son’s GP gave us lots of really
useful advice about the medication for his gout. We had to discuss it a few times but | think | am really

clear and understand it well.” (Naomi).

Some were burdened with their own medication, health, and illnesses or financial or domestic tasks as
part of their caring roles. “I just don’t have the capacity for any more information. | am just about
coping. | just manage the medication as part of the daily routine there’s nothing else I really need to

know. | just make sure the medication has been taken and that chore has been completed.” (Scott).

For those who were interested, conversations with the community pharmacist were seen as “..a good
place to start. To be honest I’'ve never thought about it before but it would be a good place. | suppose
the internet isn’t as trustworthy or reliable. It might help me understand more | guess and | haven’t
had much from the mental health team.” (Louisa). Here, the community pharmacist was seen as

potentially filling a gap not otherwise met.

5.5.1.3 Desire for the community pharmacist to undertake non-invasive screening for

cardiometabolic risk, metabolic syndrome, and related diseases

A few informal carers were supportive of a community pharmacist undertaking particular types of
screening for the patient “... but maybe if there was a regular weigh-in or, you know, blood pressure
or some kind of little test that wasn't too taxing on the pharmacy and not too intrusive for the patient

like taking bloods.” (Naomi).

Louisa discussed why the community pharmacy might be a good place to have this done because
“..it’s probably a little bit more accessible than the doctors are and you don’t need an appointment.
So, if it was for a weight check or something of that nature. It would be advantageous for everyone
because they would have a secondary person or place that would be aware of their health needs.”
Blood tests were considered be the responsibility of a doctor or nurse. The use of the term
‘secondary’ by Louisa also implies that both the community pharmacist and other healthcare services
would be aware of any needs relating to CMR, MetS and related diseases and that community

pharmacy was a back-up.
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5.5.1.4 Desire to be a point of contact for the community pharmacist

Whilst informal carers described a superficial relationship with the community pharmacist, reflections
during the interviews led to conversation with some respondents about the value of having and being
such a point of contact “/ suppose | should be more involved. | should be known to the pharmacy so
that, you know, God forbid, anything would happen, with her consent of course, that | wouldn't be a

stranger in that sense.” (Louisa).

Being a point of contact with other health services but not community pharmacy was queried by one
informal carer. “That does seem a bit odd if I’'m honest! All other members of the team have my
contact details, the GP, the psychiatrist. So why should the community pharmacist not have my contact
details? They’re involved in providing the medication which is an important part of her (the patient’s)
care.” (Charles). As a result of the research and on reflection these carers acknowledged that

community pharmacy might be a part of the care network.

5.5.1.5 Shared knowledge and understanding will facilitate better care for the patient

Informal carers felt that shared knowledge with the community pharmacist about the patient would
ultimately contribute to better care. This was in part fuelled by a sentiment that they felt “locked out”
(Julia) by psychiatric services who did not involve them appropriately or adequately. Such framing by
the respondents positioned the carers themselves as having a unique set of skills and knowledge

about the patient.

Naomi felt that sharing this information would “result in better care | think, as the carer | know what
goes on a day to day basis, the ups the downs. The community pharmacist, | think, they’re kind of
outside the psychiatric services, a bit more neutral maybe, | don’t know. But if there’s someone like
that who we could link up with that might help. We could discuss the medicines and the finer issues

and maybe that could help.”

This informal carer placed the community pharmacist as a back-up, a potential port of call with
regards medication whilst still acknowledging that they did not fully understand their position or role.
The suggestion that the pharmacist was a back-up or a secondary source of information reinforces the

statements relating to their role in screening. This sub-theme also suggests that if community

142
D. Sud, PhD Thesis, Aston University 2021



pharmacists would share informal carers’ knowledge and understanding about the patient and work

together that there is a potential for partnership between themselves and the community pharmacist.

5.5.1.6 The pharmacist, from any setting, could be someone who might support self-management

or self-care for the patient

A few informal carers wondered if either the mental health pharmacist or community pharmacist
might help support self-management or self-care of CMR, MetS and related diseases. Concerns around
deviations from complete adherence to psychotropic medication due to side-effects were also
mentioned. “She (the patient) constantly worries about her weight and hunger and | don’t always

know if she skips a dose or takes a lower dose to try to help with that. That worries me.” (Scott).

“Could the pharmacist help her (romantic partner) to help themselves or provide me with
support to help her help herself? That would be great! They know more about the side-effects
of the medication and she visits the pharmacy quite often so they could help with managing
the side-effects too, | guess. But maybe also decisions about the right types of food to eat or
the types of food to avoid with the hunger she gets with the tablets.” (Charles).

It was felt that medication and management of side-effects was a daily part of their caring tasks and if
the parent had more knowledge to enable self-management and self-care this would reduce their own
caring burden to allow the patient to have greater autonomy. With regards to autonomy carers

emphasised the importance of patients' central role in their own care and need to maintain a sense of

responsibility for their own health.

5.6 Discussion

Data analysis shows that informal carers play a critical role in the management of CMR, MetS and
related diseases in patients with SMI. The Informal carers interviewed positioned themselves as
brokers of unique insights and knowledge about the needs and preferences of patients. Their
interaction with healthcare services often required that they mediated and advocated on behalf of the
patient although they may advocate for themselves rather than the patient. However, it must be
acknowledged to what extent and under what circumstances an informal carer can and should speak

for the patient.
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The findings from this study are supported by a handful of other studies. Informal carers considered
obesity as one of the most serious side-effects of antipsychotic medication and its occurrence is
associated with worry and anxiety (461). Data collected on medication prescribed may be a useful
indicator of informal carers’ knowledge of medication. Importantly, lack of or limited discussion with
health professionals or access to useful information about side-effects or how to manage them has
also been reported (461,462). This is important because improved understanding medication
information might allow carers to feel that they can play an active part in the treatment process. Data
from several studies suggest that adherence to medication is improved in patients with schizophrenia
who live with their relatives or who are in close contact with informal carers as part of their role is in

ensuring that medication is taken by the patient (463,464).

Systematic reviews highlight that the contribution of social and family involvement to adherence to
antipsychotics in patients with SMI is significant (465). Greater levels of family and carer involvement
and support and positive attitudes towards medication (465) have been reported as good predictors of
adherence. However, another study found that informal carers are frequently excluded (464) and

passively included (466) from treatment decisions (464).

The findings in this study also highlight an important tension in informal carers’ roles in relation to
medication management. Ensuring and promoting adherence to psychotropic medication also means
that they perceive their role to be that of perpetuating and endorse the resulting side-effects and the
‘control’ exerted by psychiatric care, this has been recognised in another study (467) Their care and
support for healthy lifestyles can be seen as in conflict with promoting psychotropic medication which
has a detrimental effect on the very focus of those healthy lifestyle behaviours, this may be perceived
by them as being a heavily contested part of their role. This may be an additional aspect to the burden
that informal carers experience and although recognised in existing literature (466) requires further

in-depth exploration.

Families play an important role in providing care and support. Social support has been identified as
one of the most important resources in coping with mental illness and adherence with medication
(468). Informal carers reported their role as associated with high demands, requiring many sacrifices.
This can, impact negatively on their wellbeing as it may contribute to carers neglecting their own
health. For example, informal carers are at increased risk of mental illness (469) and are more likely to

report worse general health than non-carers (470).

144
D. Sud, PhD Thesis, Aston University 2021



Studies have found that self-neglect is a particular problem for informal carers with chronic conditions
and those who care for patients with multiple LTCs (471). Informal carers included in this research
study spoke about their own mental and physical health problems. Informal carers have their own
needs and require care. Despite the critical role played by informal carers in optimising recovery their
views, experiences, and perceptions of patients with CMR, MetS and related diseases in patients with
SMI has received little attention from research. Only a handful of studies have been conducted to
purposively seek the perspectives of informal carers on matters related to CMR, MetS and related

diseases in patients with SMI (462,472-474).

Informal carers interviewed in this research were concerned about the impact of medication on the
physical health of their loved ones and the impact this had on their ability to do other activities. This is
similar to the findings of a study (462) that reported that informal carers had concerns and observed
that medication side-effects led to weight gain which, in turn, affected the patients’ ability to engage
in strategies to improve their physical health. Again, in agreement with other studies informal carers
were found to give primacy to mental health over CMR, MetS and related diseases (475,476), patients
on the other hand view these as being of equal importance (see Chapter Four and Chapter Six). These
different points of view may arise from informal carers’ worries about the impact of relapse in mental
health on themselves and carers might find it difficult to encourage healthy lifestyles for other

reasons, for example, the patient might be socially isolated.

This is the first study that has explored barriers and facilitators to pharmacy and pharmacists
supporting informal carers of patients with CMR, MetS and related diseases and SMI. Informal carers
reported that patients’ knowledge gaps about psychotropic medication side-effects, screening, or
management of CMR, MetS and related diseases were unlikely to be wholly met by pharmacy services.
In addition, most informal carers in this study placed pharmacists subordinate, peripheral or as a back-

up to the needs of the patient they care for when compared to other healthcare professionals.

This view is explained in part by the barriers identified by respondents. Carers expressed concerns
about the ability of community pharmacist to engage with patients with mental health conditions and
being unsure about the expertise, knowledge, impartiality, and neutrality of the community
pharmacist. In addition, community pharmacists may not appear to be accessible as they are not
visible in the community pharmacy, this is further exacerbated by informal carers’ concerns about the

burden and demands placed on the community pharmacist workload. Finally, informal carers felt that
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there was a lack of privacy and confidentiality and had worries about stigma in the community

pharmacy environment.

Other studies have reported barriers to a more in-depth clinical role for community pharmacists in the
management of dementia (383), behavioural and psychological symptoms of dementia (477) and pain
in patients with dementia (478). Similar to other research, informal carers in this study tended to view
the role of pharmacists primarily in terms of medication supply (479,480). This was associated with
concerns about the commercial aspects of community pharmacy and the potential conflicts of interest
that may arise in balancing engagement in the provision of healthcare services and achieving sales of
products. This issue was not raised in discussion of their views of the GP who also frequently have the
same employment status; within the context of a GP surgery the financial aspect of how services are

remunerated is less visible.

There are some positive facilitators that could be utilised and act as a starting point for future service
design. Informal carers want to be provided with more information about medication, if pharmacists
are able to establish in-depth trusting relationship with informal carers, then they could potentially
fulfil this role. In addition, some would be happy for community pharmacists to undertake non-

invasive screening for CMR, MetS and related diseases.

There were also some positive views about community pharmacists supporting the patient and work
towards implementing self-management or self-care programmes, this might be related to informal
carers’ views of unmet needs and a desire to partner up with community pharmacists. Other positive
aspects of community pharmacy were also mentioned including convenience and accessibility. If the
frequency of contact with pharmacy and informal carers increased then there is a potential
opportunity for pharmacists and pharmacy staff/professionals to care for carers and potentially

reduce their burden.

Published literature confirms the findings presented here that informal carers of patients with SMI
often feel marginalised by service providers (481,482). This is in spite of their desires to be more
involved and treated as partners in patient care, where their unique insight as brokers of knowledge

about the patient are recognised (483—-485).
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There are currently no specific guidelines on how pharmacy can best to support informal carers with

CMR, MetS and related diseases in patients with SMI. The following recommendations for pharmacy

services are made based on the findings presented in this chapter:

5.7

All pharmacists need to understand informal carers’ perspectives and recognise their role,
knowledge, and expertise of the patient.

Pharmacists, especially mental health pharmacists, need to engage and establish
relationships with informal carers.

Pharmacists need to increase informal carers’ involvement in discussions about medication
including side-effects, this should be facilitated by an establishing a familiar relationship and
creating an environment where this can happen. This must, however, consider the patient’s
wishes as they might not want the informal carer involved.

There is a need to better identify informal carers’ particular needs for information and
support regarding CMR, MetS and related diseases. Specifically, the provision of medicines
information, assisting with medication management, and signposting to services that could
further relieve their burdens.

International and national pharmacy organisations need to establish guidance on strategies
or interventions that could be used within pharmacy practice to promote improved CMR,
MetS and related diseases. The strategies and interventions should be tailored toward the
needs of the relationship between the informal carer and the patient and consider how SMI

can affect informal carers influence on patient perceptions of medication and adherence.

Chapter summary

Informal carers play a crucial role in the care and management of CMR, MetS and related diseases in

patients with SMI. There are important medication related issues which are yet unmet that informal

carers expressed a strong desire to have fulfilled. There are also important services that informal

carers believe that community pharmacy might be able to provide which include non-invasive

screening such as weight checks for CMR, MetS and related diseases.

There are many steps that will need to be taken to fulfil these needs including first and foremost

taking the time to establish relationships with carers and being available. Then, making carers aware

of the skills and knowledge pharmacists have and how they might meet these needs. Barriers that

need to be overcome to undertake this work includes providing a private and confidential

environment for conversations to take place. Frequent contact, accessibility and convenience are
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important facilitators. The awareness and understanding of the place of mental health pharmacists
amongst informal carers in this study is scant. Mental health pharmacists need to make efforts to
establish and improve their interactions with and include informal carers. The informal carers’
experience is critical on its own and to the patients’ lived experience. The next chapter explores the

unique and unresearched perspective — that of the caring dyad.
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Chapter Six: The experiences of the caring dyad: (Un)articulated realities of
living with cardiometabolic risk, metabolic syndrome, and related diseases in

severe mental illness.

6.1 Introduction

In the previous two chapters the perspectives of patients and informal carers were each explored
separately. In this chapter a unique perspective of the caring dyad will be explored. The term caring
dyad is defined in this study as a patient with CMR, MetS and related diseases and SMI and their
informal carer. Caring dyads were asked about their experience of CMR, MetS and related diseases
and their views, experiences and perceptions of pharmacy and the role pharmacy plays in their care.
This was central in understanding where a particular intervention or service development could be
best targeted and whether caring dyads with would engage with such a service to help them manage
CMR, MetS and related diseases. The aim of the interviews was to describe the impact of CMR, MetS

and related diseases on the relationship and the role of pharmacy in this relationship.

The analysis of the semi-structured interviews with six caring dyads is presented in this chapter (see
Table 6.1 for demographic details of the sample). Patients and their informal carers were interviewed
separately from each other, detailed information about methodologies and methods is provided in
Chapter Three. This aspect of the research sought to capture the interdependent complexities of
caring dyads relationships that contribute to health outcomes that are not fully apparent when

studying only patients or carers individually. Key points are summarised at the end of the chapter.

This chapter contributes to the research questions in the following ways:

e understanding the impact of CMR, MetS and related diseases and SMI on the

relationship between patient and their informal carer,

e the role of pharmacy from the perspective of the caring dyad.
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Table 6.1:

Demographic data of caring dyads (self-reported)

Participant Gender Age Ethnicity | CMR, MetS or Psychiatric Do
pseudonym related diseases  diagnosis/es of individuals
and and other the patient® in the
relationship physical health caring
diagnoses of the dyad
patient® reside
together?
1**dyad | Denise Female 60-64 White Obese Schizophrenia
(patient) Prediabetes
Denise Hashimoto’s
and thyroiditis
Louisa Benign
Ventricular No
Hypertrophy
Louisa Female 65-69 White - -
(sister of
Denise)
pad Sally? Female 50-54 White Obese Schizophrenia
dyad (patient)
Charles Male 65-69 White - - No
Sally (romantic
and partner of
Charles | Sally)
3rd Sally? Female 50-54 White Obese Schizophrenia
dyad (patient)
No
Sally Mikkel Male 40-44 White - -
and (brother of
Mikkel | Sally)
4th Andrea Female 40-44 White Overweight Major
dyad (patient) Hiatus hernia Depression with
Barrett’s Psychotic
Andrea Oesophagus Symptoms
and Scott Male 55-59 White - - Yes
Scot (husband of
Andrea)
5th Claire Female 50-54 White Obese Bipolar Type |
dyad (patient) Hypothyroidism | Complex Post-
Traumatic Stress | Yes
Claire Disorder
and James Male 40-44 White - -
James (husband of
Claire)
6" Stella Female 50-59 White Overweight Psychosis
dyad (patient) Hypertension
Julia Female 25-29 White - - No
Stella (daughter of
and Stella)
Julia

9Sally was part of two caring dyads within the research study. Two informal carers of Sally were recruited.
bData on mental health and physical health conditions of informal carers was not collected. Any reference to
these will be that which is self-reported but not actively sought as part of the research study.
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The three themes identified from the data are shown in Table 6.2.

Table 6.2: Themes for caring dyads

Theme Name of theme |
Theme 1 Enhancing closeness within the caring dyad
Theme 2 Dissonance within the caring dyad
Theme 3 Balance within the caring dyad
6.2 Introduction

It was evident that the presence of CMR, MetS and related diseases in SMI had a major impact on the
relationship between patients who had LTCs and their informal carers. Data analysis contrasting and
comparing transcripts from each individual within the dyad identified three themes enhanced

perceived closeness, dissonance and balance within the caring dyad.

Enhanced perceived closeness resulted from caring dyads engaging in mundane activities including
physical activity and exercise, using the same pharmacy, and attending appointments together.
Informal carers meeting the unmet needs of the patient also enhanced closeness. Dissonance within
caring dyads was associated with the patient ignoring advice from their informal carer and informal
carers participating in controlling and bullying behaviour and was typically linked to incongruent
beliefs about health and wellbeing. Within the caring dyad the roles, identity and balance between
both individuals was affected by how needs were framed, met, or compromised; the provision of care

in all caring dyads was not unidirectional but each member provided care for the other.

6.2.1 Theme 1: Enhanced closeness within the caring dyad

A significant number of the caring dyads in this study reported enhanced closeness within their
relationship as a result of both engaging with healthcare services to implement lifestyle changes. This
collaborative endeavour brought with it a sense of ‘team’, ‘togetherness’ and openness to the
relationship; they were working collaboratively towards managing CMR, MetS and related diseases.
Lifestyle changes varied but many respondents identified physical activity. Similarly, the joint

engagement with healthcare services was a central element that created greater closeness.

For both patients and informal carers, undertaking regular physical activity, such as walking together

was regarded as an essential part of the support enabled by and through the caring dyad.
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“And | do actually have great support from my brother. Like yesterday, he came around at like, quarter
past six in the morning, and made me go for a walk. Which is great. Which is great.” (Sally, patient).
“But she does enjoy walking a lot so she goes out and walks every day and we try and go out and

walk together every day, so that’s what keeps her agile and mobile and so actually her health is

very good, considering the challenges.” (Mikkel, informal carer).

Sally and her romantic partner also used the same pharmacy for medication supply and reviews, which
was also a positive shared experience and provided a sense of reassurance for the informal carer.
“We’ve got a lovely rapport with our pharmacist we’ve found in xxxx (name of city), he’s absolutely
wonderful, he’ll answer any questions that we have. He’s even had us both in individually for
medication reviews. It’s quite reassuring, for me, in particular seeing the same pharmacist as Sally.”

(Charles, informal carer).

A significant proportion of caring dyads reported that attending therapy together fostered a greater
level of understanding and that this led to a sense of mutual support and closeness. “...we are all
having family therapy at the moment with my family. We've been learning about the triggers: things
lead me to become ill. That's been really useful to share with the family so everybody's kind of aware
when things are starting to deteriorate a bit. Doing this has brought us closer together.” (Sally,
patient). Mikkel, her brother and informal carer also saw the benefit of therapy for everyone directly
involved. “..she’s been given family therapy to help with her relationships with her dad and to help us
as a sort of social network, so as a family, her partner, my wife, me, to understand her health better.”

(Mikkel).

Paradoxically, the experience of receiving little or no external support for CMR, MetS and related
diseases appeared to reinforce togetherness within the caring dyads. An informal carer looking after
his sister, stressed that providing the support that was not available from healthcare services created

a space for him to play a greater role, increased his understanding and enhanced their closeness.

“We work together a lot but she’s not receiving any outside help at all from the
system, no attention is put on it. So, | work with her a lot on her diet and we talk a lot.
Since my mum passed away, she’s started cooking for my dad and I’'ve been helping
her to do that, like doing a cooking course...that’s been really helpful for her to learn
and become a bit confident about making food and how food is made and how that
impacts on her health. So, we work together.” (Mikkel, informal carer)

When James was asked whether he was aware of any signposting for support with diet and lifestyle

for his wife when she attended appointments for screening for CMR, MetS and related diseases he
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said: “Yes she has, but the bits of help and support that she's used haven't been that helpful because
we already know what we are doing, you know.” (James, informal carer). Undertaking these lifestyle
activities together as a dyad improved the health of both the informal carer and the patient. As well as
these bidirectional positive impacts, it also acted to compensate for the inadequacy of healthcare

provision.

Participating in everyday mundane activities together as much as those specifically associated with
disease management strengthened the relationships between members of caring dyads. In many
ways, mundane activities were also essential to disease management. For instance, undertaking

exercise or physical activity together facilitated those caring dyads to encourage each other.

“It was my daughter that said, ‘Well why don’t you try My Fitness Pal’ and | said ‘Right, I’ll do
it’ and obviously we did it together. | stuck with it. | didn’t eat anything in between my main
meals, nothing at all. | went walking every day and obviously the weight just dropped off.

...... the app has been fantastic and doing that sort of thing with somebody else is great
because you can boost each other.” (Stella, patient).

The sense of being a ‘team’ and jointly engaging in lifestyle changes as a caring dyad was also
something that often predated the emergence of the caring relationship as Julia explained, “.... with
regards to weight, health, eating healthily and living healthily, me and my mum are and always have
been very open about things like that. We used to go to the gym together when | was younger, you
know, we did it as a team.” (Julia, informal carer). Furthermore, joint activities were something that
could be revisited as a source of affirmation reinforcing closeness and support. Julia went on to say,
“And now this last couple of weeks I’'ve gone back onto it where I’'m exercising regularly and just eating
what I’'ve planned for my meals. I’'m not eating anything in-between like biscuits or anything like that

or having any alcohol or takeaways or anything.”

6.2.2 Theme 2: Dissonance within the caring dyad

While some responses to the illness trajectory generated closeness within caring dyads there were
also three primary sources of dissonance: incongruence in expectations and beliefs about health, well-
being and quality of life, barriers or ‘shutting out’ an informal carer’s attempts to provide care and,

controlling or coercive behaviour.

Two particular sets of beliefs generated conflict. First, the prioritisation of mental over physical health

by some informal carers. Second, the differences in what constituted health, wellbeing, and quality of
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life. All the interviewed patients confirmed that the impact of mental health and physical health were
of equal importance. However, for their informal carers this was not always the case. Some carers

reported that mental health took precedence.

“To me, my physical health is no less important than my mental health. My mental health is just as
important as my physical health. They are so intertwined with each other. When I'm mentally not well,
then there’s a knock on effect and I'm physically not well and vice versa.... for example, if | stop
exercising or stop eating properly my mental health gets worse.” (Sally, patient). “The word that
springs to mind is homeostasis you know, if you’re well in your mind then you’re well on the way to you
know, sorting and managing your body’s physical illnesses. | think mental health’s the most important

aspect.” (Charles, informal carer)

Importantly, the impact of the side-effects of medication, an aspect of physical health, was also
viewed differently within the caring dyad. Patients focused on the aesthetic consequences of side-
effects and the impact on their self-esteem and confidence. Whilst acknowledged and appreciating
these impacts, informal carers were far more concerned about the long-term consequences for

physical health conditions such as diabetes or heart disease.

This contrast is clearly illustrated by the different perspectives of Andrea and her husband. As Andrea
explained, “Yes, when | had my first crisis of psychotic depression, | was very thin, | was a size six.
When | started taking medication, | put weight on, now I’ve got to about, to size 14, and | don’t feel
very comfortable with it and | haven’t got used to it, | don’t like myself and I’'m not very confident. |
lack self-esteem and | don’t feel like getting dressed nicely.” (Andrea, patient). In contrast, Andrea’s
husband was worried about the impact of long-term physical health conditions as well as how
engaging with these were part of his responsibilities. “Yeah, naturally it’s (the weight gain) ... do think
there’s an element of just self-consciousness and being uncomfortable with for her. But for me it’s a
concern because, you know, diabetes and, having worked in hospital, I’'m all too familiar with how
prevalent that is...it’s naturally a consideration and something that concerns me because it would only

add to my own caring responsibilities.” (Scott, informal carer).

For some individuals managing their concerns about side-effects related directly to their self-esteem.
“.you just feel so, so bad about yourself when you, your self-esteem really does plummet with the
weight gain.” (Sally, patient). But for Mikkel, her brother and carer, there was concern not only for

physical health consequences of this side-effect, but also the potential implications for mortality and
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morbidity. “The diabetes, heart, cardiovascular health and weight gain causing shortening of life and
the threat of long-term illness related to these are my principal concerns. But, you know, my sister,
well, we all have our vanities and she would really like to look slender and like the models, that’s her

focus.” (Mikkel, informal carer).

The prioritisation of side-effects differed between patients and their informal carers; informal carers
took a longer-term view in relation to physical health while those they cared for were more concerned

with the impact on day-to-day activities and issues of self-esteem and self-confidence.

Informal carers appeared to project their beliefs on to the person they cared for creating challenges
when these beliefs were different. Claire (patient) described what health, wellbeing and quality of life
meant to her. “For me it would be contributing to my community and to the society that I live in, and
part of that for me would be that | would be a taxpayer, i.e., | would be working and | would be paying
tax that provides the services that people in my community and my society need.” This account was

very different from the understanding of her husband and informal carer, James:

“She's had a down patch, which | think she's coming out of...... | know she finds it difficult
because she can't just jump back into work, anyway me and the consultant won't let her, and
rightly so. But you know that does impact on that because she wants to feel as though she's
contributing to society and her community ....and me saying to her, Claire well, you are
actually contributing, you're contributing in this way rather than that way, you know. But do
you have to contribute to society?”

Such contrasts in the understanding of the situation and the implications this had for appropriate
responses was a source of tension within the caring dyads. “/ do feel like we go into battle
sometimes...She'll eat biscuits, cakes, chocolate, pizza, you name it, but when it comes to actual proper
meals, even things she used to like, she just won't sit down and eat them.” (Louisa, informal carer).
Louisa went on to explain "She (Denise) is aware that she's breathless, and, you know, I'm cruel, I'm
very open with her, and I'll say | say to her: ‘Well, what do you know, does that not bother you?’

because it would bother me, and she says, ‘I know, | know, yeah’, so | hit that lovely polite brick wall.”

Informal carers discussed how the advice they provided, often repeatedly was not heeded, for
example, explaining food labelling to help make healthy choices or the impact of being overweight.
“..she just didn’t get it at all, and the amount of times I’ve tried to explain things to her. Now,

she just shuts me out and stops listening an doesn’t want to discuss it. | am not sure if she can’t

process it, she can’t understand.” (Julia, informal carer). However, this lack of ability to be able to
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process it or being able to understand it could be related to negative symptoms of SMI, or the

cognitive adverse effects of medication such as antipsychotics.

The informal carers felt that in response to these issues the person they cared for withdrew from
conversations or stopped engaging in discussions. Sometimes this led to a harsh response by the
informal carer or the use of behaviour that might be regarded as bullying, coercive, or controlling. For
Sally (patient), her romantic partner and informal carer, Charles, attempted to stop her eating at night:
“... she comes down during the night and she eats lots of food .... | lock the (kitchen) door at night on a
regular basis.” Another patient, Denise, reported their informal carer using shame as a tactic, “And
sometimes my sister (Louisa) will take a photo of me to show me how [ look and how round | am
around the middle. She took one yesterday and said, ‘Look, here, this is what you look like, just look.

You know, I’m concerned about just how much weight you’ve put on, aren’t you concerned?’.”

The use of bullying often took the form of projecting the impact of physical health morbidity as
opposed to death. This was due to incongruence in beliefs and visions of life of the informal carer and

the patient.

Louisa (informal carer) explained: “/ try and shock her (Denise) as much as | can, because | say, ‘Well,
you know, if you have a heart attack and die, that's fine. If you have a stroke, then you're looking at a

different life forever’. Louisa went on further:

“I feel the weight gain has impacted on her quite lot but it doesn't seem to bother her, she
just is living with the fact of. If we go out for a walk, she'll look for a bench early on, she’s
breathless, and she doesn’t walk as far. | know she's aware she’s breathless, and, you know |
am mean. I'm very open with her, and I'll say, ‘Hey kiddo! You know, our mother at 88 wasn’t
like this, you’re just 64 and you already have so many physical limitations.””

Typically, the impact of these tactics on patient was negative. Denise (patient) explained how this
made her feel “Well, it just makes you feel a bit down and, you know, a bit told off. You know these
things but you know she (Louisa) is doing it out of concern, because she’s concerned...Being told off

about it too much stops me from doing things.”

6.2.3 Theme 3: Balance within the caring dyad

What each individual within the caring dyad wanted for themselves, as an individual, was different

from how they framed their needs within the context of the dyad. Many of the informal carers in the
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study had their own health needs but were explicit in framing their identity as someone caring for
another rather than someone with a long-term health condition. For some carers, the caring dyad
created a way to redefine their identity, but also as a way of negotiating greater symmetry and
partnership within their relationship. Being a ‘partner’ in care meant they were less likely to focus on
their own health concerns. Informal carers in this study expressed a desire become more informed

about psychotropic medication and its side-effects to create balance within the relationship.

“I paid for the private scan it come up with severe stenosis and chronic fractured spine of the
spine and torn ruptured discs and now I’'ve got a heart problem, I’'ve also got an autistic son
who lets us give him massages, he lets us touch him, hug him. When | go home, back home to
Sally’s house | get all of her and sometimes, not very often, | just think it’s too much, but then
I just think how lucky | am. It’s my job to take care of her you know, a few times in the past
she said you know, she couldn’t live without us.” (Charles, informal carer).

For some informal carers, however, their responsibilities within the caring dyad led to compromising
their own needs whether health related or in their personal or professional life. Their role as an

informal carer took primacy as James described,

“The GP told me that | was suffering from chronic and acute stress. The GP said not a great
deal can be done really unless you just pull yourself out of the situation and have three
months holiday. | think on the positive side, I’'m quite lucky because I’'ve got no illnesses but
I’m pushed to the point of exhaustion really, where | could barely eat, like | couldn’t eat until
about two or three in the afternoon. I've just got to keep plodding on really and just try to
ration the effort | put in.”

Julia (informal carer) recalled how her mother, Stella, found things particularly difficult in the weeks
preceding her wedding. “A few weeks before my wedding she (Stella) had a wobble, not quite a
breakdown, but she started kicking off about things, and it’s almost like she needs to know that even
though something’s going on with me I’m still going to be there for her, and as much as | accept it and |

put up with it because she’s my mum and I love her.”

There were also examples in the research of caring dyads where care was more symmetrical and the
person with CMR, MetS and related diseases and SMI also provided care for their informal carer. This
finding challenges the notion that the provision of care within dyads is entirely unidirectional and
instead suggests shifts occur between roles within a caring dyad. The reciprocity of care suggests
greater equality within the dyadic relationship and an overlapping of roles and degree of symmetry of

work, particularly in terms of emotional labour.
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This was particularly apparent when respondents were asked what was important in their everyday
life. “Oh, when I’m able to go to work to do my shift that | need to do and meet people and be able to
socialise to talk to them and feel happy and fit. | also love spending time with my children looking after
them and looking after the house and my husband. Yes, my husband is my carer as well. So, yeah these
are the times when I’'m quite happy and content with life.” (Andrea, patient). “.. so, the best quality of
life I can possibly think of, being realistic, is that | continue as if everything is good and stable. Things
like looking after my dogs and walking with them. Also, looking after my husband, even though he’s

my carer.” (Claire, patient)

Diagnosis of an LTC for the informal carer may be a factor in facilitating greater symmetry in roles and
caring labour within the dyad. “...we know what we’re already doing (in relation to long-term
conditions), you know, I've got diagnosed with diabetes and we did all of that then, changed our
lifestyle so it’'s much more healthy, exercising, eating as healthy as we can and we've cut down on, you
know, processed food and stuff, we eat a lot more fruit and veg than we used to.” (James, informal

carer).

Louisa (informal carer) was made to feel surplus to requirement despite desires to engage with the
pharmacist to be better informed about medication. “/ do think that | need to know a little bit more
about the medication and side-effects as well. I'm not sure it's going to impact on my sister, but from
the point of view of a carer | think it would be more helpful to have that knowledge. | feel surplus to
requirement, slightly redundant because of her knowledge. So, she doesn't feel that she needs me for
that sort of thing.” Of course, there is a broader issue here of whether informal carers should know

and whether the patient gives consent for this information to be shared.

6.3 Discussion

Chapter Five provides evidence that Informal carers play a vital role in supporting patients with SMI.
Published literature reports that informal carers often help patients with SMI to engage with
treatment, including psychosocial and pharmacological interventions (486,487). Studies have shown
that quality of life may increase for those with SMI who have support from informal carers (488,489).
As part of their role informal carers are often an important social contact for patients with SMI who
experience high levels of social exclusion, isolation, loneliness, and stigma (490). The finding presented

in this chapter explored the utility of the caring dyad as a unit of analysis to understand the impact of
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CMR, MetS and related diseases and SMI on the relationship within the caring dyad and

correspondingly on the management of illness.

The different roles within caring dyads and their dynamic nature had consequences not only for the
way individuals lived and managed their conditions but also on their identity and how they negotiated
balance within the caring dyad. It provides an important element missing from existing understandings
of dyad: the interaction between dyadic relationships and health outcomes. Furthermore, the role of
pharmacy for the dyad where the patient has CMR, MetS and related diseases has not been explored
within the published literature. The presence of CMR, MetS or related diseases and SMI generated
both enhanced closeness and dissonance within caring dyads as well as challenging role identities and

balance within the relationship which in turn affect health outcomes.

The experience of receiving little or no external support for CMR, MetS and related diseases appeared
to reinforce togetherness within the caring dyad in this research as it was an arena where they were
able to work together as a team. The quality of the relationship within the caring dyad may play a key
role in illness management. Those dyads in which respondents took part in activities implementing
lifestyle changes, attending appointments and the same pharmacy together reported enhanced
closeness. Jointly pursuing activities associated with wellbeing also created a sense of individual and
collective agency. Caring dyads in this research attributed the improved relationships to spending
more time together and learning more about each other’s experiences and perspectives on health
behaviour change. This was even more apparent in more symmetrical caring relationships were both
individuals within the caring dyad had health needs and support was bidirectional. Evidence in this
study highlight pharmacists could provide information about medication and their side-effects to
informal carers so that they are better informed; in this way supporting the carer to create more

balance in their relationship with the patient.

These results are also supported by the theory of dyadic illness management — caring dyads with a
better quality relationship may be better equipped to work together to manage health behaviours
(30). The findings in this study also show that taking part in mundane tasks contributes to wellbeing
but also to a sense of agency for the patient and their informal carer. This is consistent with a previous
research on patients and their informal carers/self-selected partners participating in a programme
aimed to increase social support for healthy eating and exercise. All participants reported benefits to

the quality of their relationships (29).
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For others, the impact of supporting and caring for CMR, MetS and related diseases and SMI was
negative, leading to carers exhibiting controlling and bullying behaviours, limiting patient’s autonomy,
and the person with SMI shutting their informal carer out. This paradoxical finding is linked with a
tension highlighted in Chapter Five (in which data from informal carers was presented), specifically,
the impact that managing medication and illness has in catalysing the transition the role of a close
social contact or family member to an informal carer. In Chapter Five this also took the form of
responsibilities and expectations by health services around medication use, its monitoring and

management of side-effects.

Carers’ choice whether to care is affirmed in policy (491,492). The findings here indicate that this may
not be translated into practice. Similar to other published literature (493), for informal carers in this
study exercising this choice was problematic in the long-term because healthcare systems relied on
the care they provide. Furthermore, the recipient of care in the caring dyads in this study was the
patient alone. This highlights an important aspect for healthcare services, negotiation of this changing
role must be carried out with attention and care. The focus should be to involve informal carers in a
way that does not undermine the sense of teamwork within the caring dyad but that integrates the
healthcare team as members of this extended team and that identifies and manages any source of

dissonance.

Dyadic management has consequences for the individual identity of those involved, as well as the
identity of the caring dyad, all of which evolve over time in response to the illness journey. It widely
acknowledged that people have multiple identities that may reinforce or conflict with each other
(494). This part of the research study has explored the challenges to the caring dyad as a functional
social unit from the perspective of both cared for and carer. In exploring the caring dyad consideration
must be given to the extent to which decisions by informal carers compromise their own needs and
the experience of role conflict and symmetry and asymmetry in the provision of care within the dyadic

relationship.

The findings in this chapter provide evidence that situating the experience of patients within the
context of the caring dyad provides an important perspective on understanding the complex
interactions that underpin the management of multiple LTCs. Further, the experience of informal
carers is understood far better as a product of interaction within a dyadic relationship. Comparing and

contrasting views of each individual within the dyad provides a better understanding of the co-
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construction of illness management within a caring dyad and the limitations of clinical engagement

solely with the patient.

The analysis presented in this thesis draws on interdependence theory (495-497) to understand CMR,
MetS and related diseases and SMI and their link with closeness, dissonance, and balance within the
relationship between the patient who has these diagnoses and their informal carer: the individuals
within the caring dyad. The caring dyad, therefore, provides a critical unit for the analysis of health
behaviours (498) where the characteristics (beliefs, identity and actions) of the interacting partners

affect the outcomes (behaviour or experience) of one or both individuals within the dyad (496).

There is a need for a new theoretical framework to better understand the management of SMl and
comorbidity and multimorbidity that incorporate both dyadic interdependence theory and dyadic
illness management theory. This framework needs to incorporate the potential negative behaviours
and health consequences of controlling and coercive behaviours. Furthermore, fully account for the
impact of incongruence in beliefs affect the management of iliness and the impact of informal carer

burden.

This study illustrates that CMR, MetS and related diseases and SMI is a phenomenon that impacts on
dyads whereby a patient experiences this phenomenon and their informal carer recognises that this
has occurred. CMR, MetS and related diseases and SMI have consequences for the caring dyad and
can lead to enhanced closeness as well as dissonance in the relationship. As such, the caring dyad
relationship inevitably shapes both individual and collective identity and balance within the caring

dyad as well as the individual and joint experience of illness.

Although less well explored self-regulation within the context of research on caring dyads or informal
carers (499) explains how individuals become aware of a health threats and respond (500).
Recognition of CMR, MetS and related diseases in SMI is a shared health threat for both individuals
within a caring dyad. Therefore, the caring dyad becomes a key unit for illness management and has
collective responsibility for this management. But, as an interdependent team many factors, including
relationship-level factors such as communication and relationship quality, can affect the ability of the
caring dyad to work constructively and collaboratively towards a managing illnesses such as CMR,
MetS and related diseases in SMI. The impact of overall burden for the informal carer which has been

explored in the published literature (104,107,501,502) may have a role to play.
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Considering the potential challenges of CMR, MetS and related diseases in patients with SMI and the
potential role of informal carers it is problematic that research and literature has not explored (i)
impact of any type of comorbid physical health illness in patients with SMI and (ii) qualitative aspects
of the experiences or perceptions of both the individual with SMI and CMR, MetS and related diseases
and their informal carer and (iii) the impact on their relationship through dyad research (iv) the role of

pharmacy within this.

The methodological approach used here gives primacy to understanding the relationship dynamics
within the caring dyad as a way of understanding the consequences this has for the management of
illness. Further, these dynamics can be conceptualised as the main route to dyadic health and

functionality within the context of illness.

The findings from this part of the research study provide a starting point for further research into
dyadic illness management within the context of comorbid physical and mental ill health. In addition,
this research provides evidence for formulating more effective interventions targeted at caring dyads
rather than patients living with CMR, MetS and related diseases and SMI. Within this, promoting
dyadic implementation of lifestyle changes and identification and reduction of factors that lead to
controlling and coercive behaviours. Such interventions will need to engage with both individuals

within the caring dyad and address the quality of the relationship within their caring relationship.

First, using the caring dyad as the unit of analysis as has been done here provides evidence that
supports the need for more formal recognition of the active role that informal carers play in
supporting CMR, MetS and related diseases in patients with SMI. This suggests the best way to ensure

patient care is to support the informal carer.

Second, informal carers are vulnerable as a consequence of their caring roles (including burden and
workload) and the informal carer not functioning has consequence for the potential dissonance in the
caring dyad relationship. Interventions focusing on the informal carer could maximise the benefit for
the patient as well as the informal carer and help ensure greater symmetry and balance within the

caring dyad.

Thirdly, the nature of the support from healthcare services, including pharmacy services, for the carer
should be about helping them to manage their caring role by supporting medicines optimisation.

Support for the caring dyad as a unit, focusing on medication side-effects, is an aspect of care that
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could involve pharmacists and pharmacy teams. Support for the informal carer might aim to help them
with practice issues, for example, signposting to further support, screening for CMR, MetS and related
diseases, reducing the burden for example by delivering medication. Focusing on the informal carer

has the potential to facilitate a greater longevity in their health and wellbeing and role.

Acknowledgement of the caring dyad as a key target for intervention should incorporate the needs of
the patient and the carer. Also, support and education about medication, for example, side-effects.
Focusing on the caring dyad allows us to better articulate a treatment regime that has the potential to

facilitate long-term benefits in outcomes for both the informal carer and the patient.

The management of illness is as much about learning to live a condition as it is the clinical intervention
to treat the condition. A greater understanding of how patients live with illness is gained through
appreciation of the social context that they are in and the informal carer is an integral aspect of this.
Evidence here shows that part of recovery includes patients and informal carers learning to live with
illness. Patient outcomes cannot be fully realised or understood without including the caring dyad as a

way of mediating, mitigating, and supporting any treatment regime.

In addition, data presented here in this study also shows that informal carers place primacy on mental
health over physical health, which reinforcing typical clinical perspective. In contrast clinicians often
are concerned for acute health conditions whereas informal carers have concerns for long-term

physical health conditions.

These aspects reinforce behavioural interventions that focus on learning to live with illness rather than
surviving it. Using the caring dyad as the unit of analysis reinforces the importance that informal carers
place on mental health but interprets the physical health issues in patients with SMI such as CMR,
MetS and related diseases in a very different way. Management of long-term impacts on physical
health requires behavioural modification but must also acknowledge the long-term consequences of

the side-effects of psychotropic medication.

Finally, holistic care should not require simply bringing together the individual aspects of physical and
mental illness but rather understanding the consequence of their co-existence, intersections,
interactions and how this can be managed. The use of caring dyads permits a better understanding of

these aspects because it is situated in the lived experience of the patient and how they live.
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6.4 Chapter summary

This chapter has established the importance of the caring dyad as an analytical too. It documented
how an exploration of the caring dyad reveals more than simply looking at patients with LTCs and their
informal carers separately. Using a qualitative dyadic approach revealed more than the sum of two
individual versions of the illness experience. Analysing the dyad as a unit using separate interviews

enriches the perception and shared experience of the phenomenon under study.

Unique to this approach adopted in this research is the capacity to analytically contrast and compare
individual accounts of illness by members of the same caring dyad. Acknowledging a dyadic view led to
the generation of unique themes and subthemes that would not have been identified by focusing
individually on patients or carers. This methodology holds much promise for deepening and
broadening our understanding of the lived experience of CMR, MetS and related diseases in patients

with SMI.

The presence of CMR, MetS and related diseases in SMI had a major impact on the relationship
between patients who had LTCs and their informal carers. Its presence led to increased closeness and
better disease management, generated dissonance and challenged identity and disease management.
Comparing and contrasting transcripts from each individual within the caring dyad led to the
identification of three themes: enhanced perceived closeness, dissonance in the dyadic relationship
and creating balance within the dyad. Patients and their informal carers attending the same pharmacy
enhanced closeness of the individuals within the caring dyad. Pharmacists could support informal
carers in their desire to become more informed about medication and its side-effects creating balance
within the caring dyad. Differences in beliefs about informal carers’ engagement with pharmacy was
an example of incongruence in beliefs between informal carers and patients. Another group of key
stakeholders in the lived experience of patients are care professionals, their perspective is explored in

the next chapter.
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Chapter Seven: Cardiometabolic risk, metabolic syndrome, and related
diseases in severe mental illness: the role of pharmacy in the lived experience
of patients. Findings from care professional interviews

7.1 Introduction

A central aspect of the study involved exploring with care professionals their experiences of providing
care for CMR, MetS and related diseases for patients with SMI. Care professionals were recruited from
both primary and secondary care to provide a broad perspective from different contexts as well as
from a variety of disciplines. Understanding their views, experiences and perceptions of pharmacy and
the role pharmacy plays helps identify what was important for both the patient and their practice.
These data provide another perspective on how current services and interactions with pharmacy sit
and are positioned for these care professionals in relation to this particular patient population. The

findings can inform current and future practices.

This aim of this chapter is to discusses the findings of the analysis of semi-structured interviews with
21 care professionals, excluding pharmacists, directly involved in providing care for patients with CMR,
MetS and related diseases and SMI. These 21 care professionals included 15 mental health
professionals mainly psychiatrists and registered mental health nurses and six GPs (demographic
details of the sample are provided in Table 7.1). Detailed information about methods is provided in
Chapter Three. Care professional data was coded against the framework developed in Chapter Four

from patient data. The key findings are summarised at the end of the chapter.

This chapter contributes to the research question in the following ways:

. to understand the role that care professionals play for patients with CMR, MetS and

related diseases and SMI,

° to understand the role that pharmacy plays for these care professionals and for their

patients with CMR, MetS and related diseases and SMI.
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Table 7.1: Demographic data of care professionals (self-reported)

One secondary care psychiatric service (mental health NHS trust) and three CCGs were represented in

the sample.

Participant Gender

pseudonym

Ethnicity

Age
range

Role

Duration of
involvement in care
of those with SMI

Matthew Male White 30-34 Psychiatry Junior Doctor 7 years
Shaista Female Asian/Asian 55-59 Consultant Psychiatrist 5 years
British
Michelle Female White 55-59 Senior Mental Health 28.5 years
Dietician
Male White 45-49 Consultant Psychiatrist 10 years
Robert
Asalah Female Asian/Asian 40-44 Consultant Psychiatrist 14 years
British
Stephanie Female White 40-44 Physical Health Nurse/ 3.5 years
Registered General Nurse
(RGN) working within
adult mental health
services
Garrett Male White 35-39 Psychiatry Junior Doctor 5 years
Emily Female White 44-49 Registered Mental Nurse 23 years
(RMN) (Inpatient)
Dianne Female Black/Black 40-44 Care Coordinator - Early 9 years
British Intervention Psychosis
(EIP) Services
Rahul Male Indian 30-34 General Practitioner (GP)
Anna Female White 50-54 Occupational therapist 30 years
(OT) — Community Mental
Health Team (CMHT)
Bernadette Female White 35-39 RMN (CMHT) 15 years
Hannah Female White 45-49 RMN (CMHT) 4 years
Elizabeth Female White 30-34 GP 11 years
William Male White 50-54 GP 29 years
Alice Female White 50-54 Senior Mental Health 32 years
practitioner
Ella Female White 65-69 Support, Time, and 20 years
Recovery (STR) worker
Joann Female White 40-44 Senior Mental Health 14 years
Practitioner with social
work
Murtaza Male Asian 30-34 GP 8 years — daily
involvement
Tanvir Male Asian 30-34 GP 6 years — daily
involvement
Cassandra  Female White 40-44 GP 5 years
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The analysis identified three main themes (see Table 7.2). The first theme related to CMR, MetS and
related diseases, psychotropic medication, and their side effects and SMI, psychotropic medication
and the management of their side-effects. The other two themes related to the role of pharmacy and
the factors that facilitated or limited support from pharmacists, whether in hospital or community

settings.

Table 7.2: Themes and subthemes for care professionals

Theme Sub-theme |

Theme 1: CMR, MetS and e Provision of information about psychotropic medication side-

related diseases, effects, screening or management relating to CMR, MetS and

psychotropic medication, related diseases

psychotropic medication e Undertaking screening and management of CMR, MetS and

side-effects and SMI related diseases in patients with SMI — professional
jurisdictions, role boundaries and root causes of health
inequalities

o The impacts of the side-effects of psychotropic medication and
negative symptoms of SMI
o Difficult conversations
e Summary of care professionals’ interactions with pharmacists in
terms of frequency and depth
Theme 2: The role of Actual or experienced
pharmacy: barriers e Invisible and visible interprofessional boundaries
Potential or anticipated
e Stigma and the ability of community pharmacists to engage
patients with SMI
e Willingness and motivation: a two way street
e Lack of privacy and confidentiality in the community pharmacy
environment
e Professional jurisdictions and role boundaries and the position
of pharmacy and pharmacists as part of the healthcare team
Theme 3: The role of Actual or experienced
pharmacy: facilitators e Mental health professionals’ desire for greater involvement of
mental health pharmacists
e Advantages of community pharmacy
Potential or anticipated
e Evolving and potential roles of GP practice based pharmacists
e Digital maturity and connectivity for community pharmacists
e Policies and initiatives as drivers for change
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7.2 Theme 1: Cardiometabolic risk, metabolic syndrome and related diseases,
psychotropic medication, psychotropic medication side-effects, and severe mental
illness

7.2.1 Theme 1: Introduction

Care professionals described the challenges and dilemmas of balancing the mental versus the physical
health needs of patients. These challenges and dilemmas, experienced frequently, placed them in a
situation of having to balance risks against benefits for not only health but also broader impacts on
patients’ lives including social relationships, employment, and aspirations for their future. A greater
emphasis was placed on the need to manage positive symptoms of SMI. This did not mean they
undervalued CMR, MetS and related diseases as physical health side-effects of psychotropic
medication but these were seen as long-term problems in the background and less of a priority than
mental health during relapses in patients with SMI. The capacity to engage in concordant, shared
approaches to making treatment decisions with patients were limited by the impact of psychotic
episodes and relapses where patients might not be able to make rational decisions. Other limitations
included identifying appropriate opportunities during the illness continuum and worries about the

impact of full disclosure of information on concordance to medication.

7.2.2 Theme 1: Detailed description of subthemes
7.2.2.1 Provision of information about psychotropic medication side-effects, screening or

management relating to cardiometabolic risk, metabolic syndrome, and related diseases

The challenge associated with identifying and maximising the appropriate opportunity for providing
information about the side-effects of psychotropic medication to patients was discussed frequently.
Contextual factors were considered important: where the patient was on the illness continuum and
the degree of insight. Related to this, care setting mattered; being under the care of the CMHT or
primary care team was an indicator that the patient’s treatment and mental health status were more
likely to be stable. Facilitators for effective information provision included face-to-face interactions
between clinician and patient. Having a diagnosis of SMI was considered by some to be associated
with impaired capacity or health literacy. Others mentioned the nocebo effect (503). While there was

an awareness of SDM processes these were not part of current practice by respondents.

A face-to-face conversation with the patient incorporating written information as part of the discharge

process was considered ideal because the patient and treatment were stable enough to maximise
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impact. Respondents suggested that the degree of patient insight impacted on how this information
was perceived and understood “...where patients have been acutely unwell and are still in recovery
their insight might not be complete, your explanation that things might get better or need a bit more
time can be met with resistance. It is important at that point to communicate it in a way that is
digestible and gives them enough information to feel that it’s beneficial to continue.” (Garrett,

Psychiatry Junior Doctor).

Clinicians reported that patients often reacted with upset, shock or anxiety to the degree, extent, and
speed of side-effects, particularly weight gain, once insight had been regained after a period of loss of
insight. This, respondents suggested, impacted negatively on the therapeutic alliance, “/ had one
patient who went up three dress sizes in a month. When she got mentally well and stable it was a bit of
a bombshell! Honestly, | thought she was going to stop the medication there and then.” (Bernadette,

RMN).

The complexity and depth of information provided was usually adjusted ‘in situ’ in response to needs
gauged during the course of the discussion itself. Discussions were also informed by care
professionals’ prior experiences. Respondents sought to strike a balance between being authoritative

and the need to maintain a patient-centred approach.

GPs in this study spoke about health literacy. “You've got to think about how literate these people with
SMI are, how much they understand about some of these medical words that get banded around. |
think that they don't quite understand how severe cardiovascular disease can be.” (Elizabeth, GP).
Other GPs and mental health professionals also spoke about health literacy more broadly. “This is
about a patient’s awareness and motivation to understand, access, evaluate and apply information
and health. We are also asking them to make decisions and make judgements in their everyday lives
about healthcare, health promotion, prevention of disease and desires to maintain a quality of life.”

(William, GP).

Many felt it was easier to discuss CMR, MetS and related diseases when patients were under either
the care of the CMHT or primary care as the patient was usually more mentally stable and were more
likely to have regained full insight but were faced with a paradox: “It’s still slightly shutting the door
once the horse has bolted in some ways. There are things that you can do but by the time you’ve got a
diagnosis of type 2 diabetes actually, the atherosclerotic pathology is already there.” (Robert,

Consultant Psychiatrist).
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Many GPs made comparisons between individuals with SMI and the general population. Two GPs said
they felt that patients with SMI had lower levels of health literacy due to lower socioeconomic status
and the presence of cognitive and functional impairments. Rahul, a GP, expressed his opinion about
capacity: “In severe mental illness they don’t have or won’t have any capacity to understand, they’re
not going to understand that their medication can sometimes be bad for the heart or make them put

on weight.”

Some respondents suggested that warning patients about side-effects that they have not experienced
created a nocebo effect. “The issue is that you don't want to put that in their mind early on, otherwise
they’ll come back and tell you they’ve got that side-effect.” (Tanvir, GP). Concerns were also expressed
that the provision of comprehensive information to patients about side-effects would lead to refusal
to initiate medication, variable, or non-adherence. “I guess we are all scared in some way that patients
will just walk away from medication.” (Emily, RMN). Some also suggested that they felt conflicted
about this issue, that worries about the nocebo effects was at odds with their medical, ethical, and

moral obligation to be open with the information they provided about medication.

SDM was mentioned by some GPs and mental health professionals and perceived as having a
potentially positive impact. However, understanding of what it really was or how to put it into practice
was lacking. It was felt that SDM required a high degree of negotiation and exploration of patient
views and feelings. In addition, those who mentioned it felt put off as “..it would take quite a lot of
extra time that | just don’t have.” (Rahul, GP). This approach was also felt to conflict with concerns

about the impact on adherence of sharing information in full.

7.2.2.2 Undertaking screening and management of cardiometabolic risk, metabolic syndrome, and
related diseases — professional jurisdictions, role boundaries and root causes of health

inequalities

The delivery of high quality effective safe care within an interprofessional context was highlighted as a
big challenge. Interprofessional working was described as a complex endeavour and problems fell into
three categories: communication, role overlap and role confusion. Broader issues including the need
to address the root causes of health inequalities were also mentioned. The overriding consensus was
that provision of care for CMR, MetS and related diseases was a collective activity but the division of

labour between staff for specific activities was unequal. Some groups felt that their role was
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undervalued this reflected unequal power. Respondents felt that interprofessional working was best

facilitated if every team member had their own distinct role and an awareness of the roles of others.

Many spoke about the ambiguity in professional boundaries and this was related to confusion about
responsibility for some aspects of work and challenges in the identification of distinct roles. Recent
drives to improve care in this area, such as parity of esteem, meant that roles and responsibilities
often overlapped, shifted, and changed over time. The challenge of coordinating care was also seen to
be magnified by a complex care system. Many spoke of the increasing numbers of heterogeneous
groups trying to collaborate sometimes in very erratic ways rather than along clearly defined linear

pathways.

“Discharging patients with complex and concomitant multiple health needs like heart disease,
diabetes and schizophrenia that requires ongoing care to a residential home for example, is
littered with potential areas where things get missed or delayed due to poor coordination.
This can lead to poor outcomes. This is made worse by the complex health system, care
responsibilities pass between professionals, organisations, care sectors, and economic
sectors.” (Garrett, Psychiatry Junior Doctor).

Tensions were reported between members of the same team and more prominently across care
boundaries for instance between secondary care mental health services and other specialities.
Psychiatry junior doctors reported that there was an ‘unwritten’ rule on inpatient wards that they
were largely responsible for the care of CMR, MetS and related diseases for those with SMI, with
greater expectations falling on the shoulders of GP trainees and foundation doctors. Psychiatry junior
doctors discussed that they had had conversations with consultant psychiatrists who admitted that
their knowledge and skills in general physical healthcare were not necessarily up to par as they felt out

of touch after years of practice as a psychiatrist.

For those junior doctors on their journey to specialising in psychiatry there was a feeling of
“..becoming less and less aware of your blind spots.” (Garrett, Psychiatry Junior Doctor) and that this
was disconcerting and felt perilous. “We’re quite physically isolated in a way from medical specialties
and primary care and this can provoke issues in management of cardiometabolic risk and mental
health,” which also led to psychiatric doctors having a “low threshold for seeking intervention in terms
of A&E (accident and emergency) or specialist help for things that maybe could turn out to have been
inappropriate or certainly maybe a little bit safe.” (Garrett, Psychiatry Junior Doctor). Psychiatry junior
doctors were also worried about their competency and knowledge being questioned if they contacted

other or more senior doctors from the acute trust with queries.
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GPs felt frustrated and said care was hampered by inadequate information communicated to them
from secondary care psychiatric services. For some, it was not clear whether this had arisen due to
patient refusal or oversight. “Yeah, a lot of the time the shared care agreement is incomplete. It’s not
clear as to whether they just haven’t done the blood pressure, bloods, weight, or waist circumference
or whether the patient has just refused. We’re in the dark.” (William, GP). Two GPs in the sample said
that they felt that their care was undervalued as they felt obliged to undertake the screening that had

not taken place in secondary care.

Many psychiatric doctors were critical of health services in not providing a more holistic approach to
care and addressing the root causes of health inequalities. “Creating conditions for good health and
wellbeing requires a broad whole person approach, addressing the root causes like poverty, and
empowering people to make informed choices. This is not just about us in the mental health treating
and giving information about side-effects. It needs targeted system wide action at local, national and

global level.” (Robert, Consultant Psychiatrist).

7.2.2.3 The impacts of the side-effects of psychotropic medication and negative symptoms of

severe mental illness

The impact of medication side-effects was discussed alongside the impacts and relationship with SMI,
CMR, MetS and related diseases as well as other physical health, mental health, social, emotional
aspects of patients’ lives. Care professionals placed emphasis on the need to use antipsychotic
medication to treat positive symptoms of SMI and that this was often their priority. It was not
considered easy to always differentiate between the negative symptomatology of SMI and the
sedating side-effects of psychotropic medications. Usually, an emphasis was placed upon the
implications of the combined effect on a patient’s ability to engage with interventions for CMR, MetS

and related diseases.

Some mental health professionals mentioned the impact of medication on hunger and appetite.
“These drugs can really drive hunger for some patients, it can be difficult for them to control this.”
(Dianne, RMN). All mental health professionals that were interviewed acknowledged that psychotropic
medication alleviated symptoms but that they were not curative. Hannah described moments when
she felt extremely uncomfortable observing the burden of weight gain in the face of residual
symptoms and limited therapeutic benefits for some patients. “It’s not like medication makes that all

better ...they still hear voices every day and | think to myself, why do we continue to do this to them? |
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watched someone balloon, if that happened to me, | would be thinking ‘that’s not great, is it?””

(Hannah, RMN).

Factors contributing to the marginalisation of patients were discussed including diagnosis and
treatment side-effects such as weight gain and that these ultimately disempowered patients “...you’re
not working any more, you’ve probably lost all of your social network so you’re less active and isolated.
You’ve fallen right down the social ladder and, you’ve hit skid. Who's fighting for them? They haven’t

got a voice. How are they supposed to ask for help with diabetes or weight?” (Hannah, RMN).

Garrett described his understanding of the implications and impact on perceived identity and
adherence “They can stop the medication. They’re balancing all of that change in their appearance
with a change in how they feel about themselves and that’s really challenging. The side-effects can be
quite debilitating with severe implications for their relationship, how they view themselves and how
they view themselves in the context of having a really difficult mental illness.” This highlights the

profound consequences of the side-effects of psychotropic medication.

Dianne, an RMN who worked in an EIP team described how patients’ experiences of CMR, MetS and
related diseases damaged the relationship between the team and the patient. One of her patients,
who, overweight before starting olanzapine gained further weight and then developed diabetes and as
a result stopped olanzapine. “During a consultation, the patient exclaimed ‘You guys gave me
diabetes!”” For some patients, the medication and its side-effects were synonymous with the clinicians

providing treatment.

GPs’ discussions focused on the link between psychotropic medication, SMI, LTCs and comorbidity, for
example, the co-existence of diabetes and SMI. All the GPs interviewed reported that a significant
proportion of their patients with SMI had LTCs and multimorbidity. The negative consequences of
these conditions on patients’ quality of life were a particular concern. A significant number of GPs
reflected on their experiences. “Our patients with SMI have difficulty in recognising certain physical
phenomena as a symptom of comorbid disease. They often find it very laborious to communicate their
physical needs and arranging appointments, they often they seek help at a relatively late stage.”
(William, GP). Many GPs said that this underscored even more the need for care to be easily

accessible.
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7.2.2.4 Difficult conversations

Weight gain, being overweight or obese can be seen as illustrative indicators of the lifestyle factors
that care professionals described as being subject to “difficult conversations” (Emily, RMN). Data
analysis identified moral underpinnings within accounts of these symptoms. Weight gain was
constructed as a risk to health drawing on the assumptions that patients should and can lose weight

through implementation of behavioural change interventions.

There were two ways that moral underpinnings were both resisted and reinforced by clinical staff:
‘cautious communication’ and ‘patients will think we are labelling them as fat’. The use of ‘cautious
communication’ with regards weight, being overweight or obese by care professionals illustrated that
they did not view these as value-free interactions but rather conversations that took them off ‘safe
ground’ which might result in conflict with the patient. This appears to reinforce a moral discourse
about weight. Respondents concerns that ‘patients will think we are labelling them as fat’ suggests
both resistance and reinforcement of this moral discourse. Respondents concerns about how patients
might interpret their conversation as a label that they resisted. Care professionals use of the term ‘fat’

reinforced a moral discourse about weight.

Reflecting in interviews on the problems of talking to patients about weight gain and being overweight
or obese care professionals situated themselves as being caught in a precarious position. Clinical staff
reported that they had worries and concerns that conversations about weight would subject patients
to judgement and reinforce stigma yet at the same time they also wanted patients to take
responsibility. “You don't want to appear as if you're blaming them. If they feel like you are, or they're
pass the buck and blame onto something else that can be quite tricky because really some of it is their
responsibility. Sometimes we feel that they don’t want to take that responsibility, it’s hard, we want to
avoid getting in a fight about it.” (Rahul, GP). Weight management was also described as being akin to

a struggle with mental health in that it was a long and difficult journey.

Approaching the topic of weight with patients without appearing to lack sensitivity was perceived as a
fragile job by the clinicians interviewed in this study. Many laboured on how this might be done.
Concerns were also raised that having conversations about weight might discourage patients from
seeking support and advice about other health issues. Care professionals oscillated either between
initiating such conversation themselves or, only having a conversation if it was initiated by the patient.

Those who chose not to initiate the conversation themselves justified this on the basis that they did
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not want to be yet another person discussing weight and that such conversations could serve to
stigmatise and marginalise patients. “I need to be quite careful......I don’t want to sound like | am being
presumptuous that they aren’t thinking about it or haven’t tried something before | mention it, there

are complicated issues around what happened before this point.” (Emily, RMN).

Those care professionals who initiated such conversations reported that they took a careful approach
to avoid placing blame on the patient and instead framing weight as a CMR, or risk for MetS or related
disease or other physical health issue. This provided a ‘safe grounds’ for discussion. “It is easier to talk
about weight when the patient can appreciate it, see it or feel the direct impact it might have in a
tangible way. This is an open door to that conversation. For example, if they have joint pain and the
weight gain has made that worse or the joint pain is stopping them from doing other things.” (Ella, STR

worker).

Concerns were also raised by respondents of being seen to be pushing a healthcare agenda that added
strain to the therapeutic relationship. This fed into concerns that they did not want to be perceived as
authority figures overly focused on weight gain and ascribing weight as the root cause of a myriad of
illnesses. Some care professionals recalled experiences early on in their careers where patients
expressed frustration with ‘simplistic’ advice. “When | first qualified, | had patients who told me that
that my advice was useless, that there’s no point in just saying lose weight. Patients will tell you how

that’s really unhelpful and that they’ve heard it a hundred times before.” (Tanvir, GP).

In the interviews, respondents expressed the desire for patients to take responsibility and this was
framed as a need to respect autonomy around decision-making: “It is important to arm patients with
information...I had a patient that regularly visited the local KFC, they were a bit overweight. My role
was to advise on the importance of diet and exercise and balance that with the need to respect their
capacitous decision to live the type of life they want to live. | don’t want to be too pushy to the extent

that it’s going to damage the doctor-patient relationship.” (Matthew, Psychiatry Junior Doctor).

CMHT professionals visiting patients at home took a practical approach to facilitating this
responsibility through empowerment with information about gradual changes to eating or physical
activity. This acted to move the focus of the conversation away from weight “..it’s getting them to
look at what they buy because some of the cheaper foods will be high in salt, fat and sugar. So, it’s

about saying to them that’s okay that but let’s try and reduce how much you buy or swap a few items.

(Alice, Senior Mental Health Practitioner).
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Many care professionals discussed in the interviews that they felt ill equipped to support the
implementation of lifestyle interventions and that this further contributed to their nervousness about
providing advice. Instead, they often chose to signpost other services, such as a dietician, but knew
that access was limited by long waiting lists and limited availability. Respondents understood that
weight gain, being overweight or obese was a complex phenomenon. “I don’t necessarily feel like | can
provide the appropriate advice about eating and food and weight, there are lots of factors like the
mental health medication and self-neglect and lack of insight. Even the general public without mental
health difficulties find it hard, there’s a lot of behavioural and emotional issues around eating.”

(Hannah, RMN).

Many accounts included a recognition that encouraging adherence to medication further contributed
to the issue of weight gain. Further, that some of the drivers for eating were not within the volition of
the patient and broader issues such as social determinants of health and health inequalities needed to

be considered.

7.2.2.5 Summary of care professionals’ interactions with pharmacists in terms of frequency and

depth

Care professionals’ interactions with pharmacy were encapsulated by two ‘scenarios’ based on the

frequency and depth of such interactions.

e Scenario 1: Low depth interactions that occurred at high frequency

Described as lacking in significant impact for CMR, MetS and related diseases in patient with
SMI. For mental health professionals that worked on inpatient wards there were daily
interactions with mental health pharmacy teams or mental health pharmacists. GPs
described fewer interactions, which occurred around two to three times a week with
community pharmacists. Mental health professionals working in CMHTs described weekly
interactions with community pharmacists and mental health pharmacists. Examples of
interactions described include pharmacy technicians topping up stocks on the ward and

telephone conversations about prescribing errors or amendments.

e Scenario 2: In-depth interactions that occurred at low frequency.
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Described as having a significant impact for CMR, MetS and related diseases in patients with
SMI. Such interactions were reported as occurring after a proactive enquiry by a health
professional to a pharmacist who they were familiar with because of an existing relationship
founded perhaps in sharing a common physical space such as an inpatient ward round or
patient review in a GP surgery. Some care professionals described the familiar and existing
relationship as being a professional working relationship. Others mentioned their own
personal experience of care provided by a pharmacist that had then led to them proactively

seeking advice about their patient’s care.

7.3 Themes 2 and 3 Introduction

Barriers and facilitators to interactions with pharmacists were discussed by care professionals from
two perspectives: their own relationship with pharmacy and their beliefs about relationships of their
patients with pharmacy. These were not mutually exclusive. Community pharmacists and practice
based pharmacists were the only type of pharmacy staff or professionals mentioned by GPs. Mental
health professionals other than psychiatry doctors mentioned mental health pharmacists, mental
health pharmacy technicians and community pharmacists. Psychiatry doctors spoke about mental
health pharmacists and mental health pharmacy technicians. Shared physical space was considered
fundamental and central to discussions about relationships with pharmacists. Discussions about care
professionals’ views of pharmacists’ relationships with patients were understood in terms of the

elements necessary to establish and maintain a therapeutic relationship.

7.4 Theme 2: The role of pharmacy: barriers. Detailed description of subthemes
74.1 Actual or experienced barriers

7.4.1.1 Invisible and visible interprofessional boundaries

Care professionals based in psychiatric settings, mental health professionals, and psychiatric doctors,
said communication with mental health pharmacists was largely task orientated, reactive, and
focused. The sole purpose of such communication was achieving a particular outcome in response to a
specific medication query to facilitate dispensing medication. Many of these conversations took place
over the phone with the mental health pharmacist in a different building and related to urgent and
acute high risk medication prescription issues “...it’s all on the phone so you never actually know like
who you’re talking to or you can’t put a face to the name and we’re all busy so it’s often quite terse

because you’re in the middle of something.” (Garrett, Psychiatry Junior Doctor).
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In addition, these encounters were viewed as a source of potential conflict with many queries relating
to omissions on prescriptions, dosage queries, medication interactions, medicines reconciliation and
prescribing errors all of which held connotations of fault or error on the part of the doctor. This was
further exacerbated where there were “...multiple calls about the same thing, chasing things.”

(Garrett, Psychiatry Junior Doctor).

What were viewed by pharmacists as less urgent issues such as reminders for blood tests for CMR,
MetS and related diseases were conveyed by notes attached to a prescription, which “we tend to
ignore if I’'m honest. It feels like those electronic reminders and alerts keep popping up all the time.
Sometimes it just feels like it is just an extra layer between me and the prescription, which | don’t need
when it is busy.” (Bernadette, RMN). Two consultant psychiatrists reported proactively initiating and
interaction with mental health pharmacists with whom they had already established a professional

relationship for specific queries about the management of diabetes.

The notions of team and teamwork were invoked widely in discussions with care professionals
working in psychiatry across all settings; this was discussed as being central to collaborative working
and delivery of services and care to patients. Contributions of pharmacy services and presence of
pharmacy technicians on the wards were noted as being valuable in terms of medication supply and
stock control but there were strong opinions about the need and benefit of having a mental health
pharmacist consistently present on multidisciplinary ward rounds and reviews rather than an
occasional appearance. “A collaborative approach would be better for the patients and better for our

relationship and how we move forward as a team together.” (Garrett, Psychiatry Junior Doctor).

The possible barriers to having a pharmacist consistently present and visible as part of a team were
commonly discussed and included the challenges of professional socialisation and hierarchies heavy
workloads and demands. “Our current mental health pharmacist is expected more in the dispensary in
the pharmacy building, her availability to do things on the ward like patient counselling about weight
gain with antipsychotics is limited.” (Robert, Consultant Psychiatrist). Once again apparent were visible
boundaries such as separate buildings as well as other competing demands on pharmacists’ time.
Interviewees believed that primacy was given to mental health pharmacists’ dispensary duties over
patient work on the inpatient ward. However, given that this sample was from one secondary care

psychiatric service then this may be specific to that service.
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Knowledge of roles and responsibilities was also mentioned. “Pharmacists are less of a ready presence
in ward rounds so it can be tricky to know what pharmacists can and can’t do and exactly what their
skillset is.” (Matthew, Psychiatry Junior Doctor). Finally, the effects of organisational structures such as
the ratio of mental health pharmacists to patients was noted, “/ don’t think there are enough mental
health pharmacists for the number of patients we have on our wards never mind our outpatient

clinics.” (Robert, Consultant Psychiatrist).

All of the psychiatric doctors mentioned a lack of deep relationships with a pharmacist but also
mentioned that a key element of nurturing relationships with a pharmacist and the pharmacy
department included having their staff on the ground and part of the day to day running of the ward.
As Bernadette stated, “..unless you are willing to get your hands dirty on the ward then you are not
really part of the team!” (Bernadette, RMN). The sense of shared experience was understood as

important at the level of individual respondents but also more broadly.

Many care professionals mentioned that the often invisible disciplinary boundaries that prevented
effective collaborative working may recede over time if practice and experience was shared daily.
Many of the doctors that were interviewed noted that they would be inclined to share information
across the interprofessional boundary. “It’s important not to work in tribal silos because it can be toxic

for patients.” (Matthew, Psychiatry Junior Doctor).

Community pharmacists’ roles in CMR, MetS and related diseases were seen by GPs to be limited and
centred around conversations about medication errors. Pharmacists were seen to be working to strict
normative standards and dispensing punitive measures e.g., documentation of medication error. Two
GPs said that despite knowing their local community pharmacists for a long time interactions were
superficial. Rahul characterised his local community pharmacist as pernickety. “The pharmacist has to
respect clinical autonomy...at the moment it feels like they've got a fixed rigid idea of: ‘it says this in
the BNF and it has to be this dose’...the sort of person that makes a good community pharmacist is
someone who's quite precise and picky and checking things ... but it helps to be flexible and respect

clinical autonomy.” (Rahul, GP). This may also be an assertion of medical dominance by this GP.

Findings reveal invisible boundaries associated with different disciplinary backgrounds were apparent.
For pharmacists, their focus on prescriptions, differences in knowledge about patients due to variable
access to patient data between them and other care professionals and different ways of working and

communicating between professions all generated invisible interprofessional boundaries. Visible
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interprofessional boundaries arose from the physical separation of working in different buildings.

Both invisible and visible interprofessional boundaries that existed between care professionals and
mental health pharmacists and community pharmacists that appear to serve in positioning
pharmacists in traditional stereotyped roles. Namely, detecting prescription errors and dispensing
medication. The absence of substantial or significant relationships and interactions contributed to this
limited framing of pharmacists. Some care professionals acknowledged the underlying cause of such

limitations as well as providing potential solutions.

7.4.2 Potential or anticipated barriers
7.4.2.1 Stigma and the ability of community pharmacists to engage patients with severe mental

illness

All care professionals worried about the impact that stigma might have on the effective engagement
of community pharmacists with patients particularly in the absence of an established relationship.
“Stigma might deter patients seeking advice about weight or exercise. They might feel ashamed or
embarrassed to seek help particularly if they are very overweight and they can’t necessarily control
their eating due to medication and are making what might be seen to be bad choices.” (Robert,
Consultant Psychiatrist). This psychiatrist describes a mix of both treatment stigma and internalised

stigma.

A few GPs and mental health professionals queried whether stigma might exist amongst community
pharmacists which might help explain the low levels of interaction. “If these patients are already
seeing their community pharmacist regularly anyway then why does there seem to be very little
current engagement? It can only make you question if there is some stigma there, what are their

(community pharmacists) attitudes and beliefs?” (Cassandra, GP).

Respondents emphasised the need for the interpersonal skills required to form sound therapeutic
alliances with patients with SMI. “Communication skills form the basis of most interventions if, for
example, you are going to try to get a patient with SMI to cut down or stop smoking there’s an art to
doing that effectively. A lot of which is rooted in how you talk about it.” (Alice, RMN). Such skills were
described as the building blocks or “...nuts and bolts, the basic techniques and principles in which
everyone engaging with mental health patients need to be fluent.” (Alice, RMN). It was felt that
community pharmacists were currently unlikely to have these skills. No concerns were expressed

about stigma or patient communication skills amongst mental health pharmacists.

180



7.4.2.2 Willingness and motivation: a two way street

Willingness and motivation were seen as key for pharmacy to deliver screening or interventions for
CMR, MetS and related diseases. “The patient has to make a decision to attend the community
pharmacy. Pharmacists in all settings have to want and be willing to provide these services.” (Anna,
OT). Mental health professions mentioned that within the primary care setting those patients who
have the greatest need for support might be the least likely to either attend the community pharmacy
or initiate a conversation. “We all know that patients who need care the most are the least likely to
seek it. Conversely, those with fewer needs tend to use services more and more effectively, these are
your concordant patients who attend all their appointments; they are motivated to begin with.”

(Robert, Consultant Psychiatrist).

Joann (Senior Mental Health Practitioner) discussed how this might be tackled. “Posters or leaflets
might help. Plant the seed. There might be a window of opportunity to start a conversation, either the
patient could start this conversation, but a good pharmacist could identify an opportunity. Avolition is
a big problem in this group.” Some GPs in the study commented that there would always be a group of
patients with CMR, MetS and related diseases and SMI, who sat on the margins of care. Such patients,
she said, that were notoriously difficult to engage with by all health services and would benefit from

some sort of tailored outreach programme.

7.4.2.3 Lack of privacy and confidentiality in the community pharmacy environment

All care professionals expressed concern about the lack of privacy and confidentiality that might be
experienced in the community pharmacy environment. The retail environment in which community
pharmacists practice further contributed to this perception “.. patients might not view community
pharmacists as a healthcare professional; they might see them as glorified shopkeepers or owners ...”

(Cassandra, GP).

Respondents also perceived patients as expecting a rapid service from community pharmacists and
perhaps this was because of the retail environment in pharmacies. This might change the view of the
nature of community pharmacists as a profession as they provided a service associated with retail staff
rather than a health professionals. The brief superficial transactional interactions that commonly took
place in community pharmacies were not viewed as something that patients would see as a

consultation where they might receive lifestyle advice. “One of the issues with community pharmacy is
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that it is viewed as being all about in and out, drop off your prescription and pick up your meds, they,

patients wouldn’t obviously see is a place or health resource like they see a GP.” (Tanvir, GP).

GPs showed the greatest level of awareness of consultation rooms in pharmacies and a few saw this
use as key to their signposting: “If | were to start routinely signposting and referring my patients with
SMI to the community pharmacy for a blood glucose check then | would want to be able to assure the
patient that they would use the consultation room. Also, that they would see the same regular
pharmacist each time they went. This would also help with establishing trust.” (Elizabeth, GP). The
importance of trust and familiarity with community pharmacists are highlighted in Elizabeth’s

comments.

Interestingly, and in contrast to these views, mental health professionals in this study said that the use
of a consultation area or room in a pharmacy by patients with SMI was both desirable and
undesirable. “Patients might feel like they are being singled out. This can propagate existing stigma
associated with their mental health diagnosis. From my recollection the consultation rooms are often
small and a bit enclosed. Being taken away to a small room might make them feel uncomfortable.”
(Robert, Consultant Psychiatrist). Mental health professionals stated that patients should be made
aware of the existence of these facilities and then given the choice as to how they wished any

conversation to take place.

7.4.2.4 Professional jurisdictions and role boundaries and the position of pharmacy and

pharmacists as part of the healthcare team

All care professionals interviewed felt that the professional jurisdictions and role boundaries and the
position of pharmacy and pharmacists as part of the healthcare team needed greater clarity. Care
provided for CMR, MetS and related diseases could be facilitated if this could be resolved. “It’s
important to inform teams about the pharmacist’s roles; this informs expectations about what
pharmacist’s responsibilities are. If it’s not clear it can make collaboration difficult. We might be

missing opportunities to signpost to pharmacists as a result.” (Emily, RMN).

Other respondents’ comments held a notion of pharmacists knowing where their place was and in part
speak to a traditional view of the medical hierarchy. “I’m broadly aware of the skillset of a pharmacist
but not in terms of the minutia of what pharmacists can do and what is outside their remit, so it’s not

so much a question of whether pharmacists can be involved in the metabolic monitoring and screening
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of patients because, absolutely yes, but it’s where that involvement starts and where it ends and what
things pharmacists can do and what things pharmacists wouldn’t necessarily do.” (Matthew,

Psychiatry Junior Doctor).

A few care professionals felt that the disposition of pharmacists was a contributory factor.
“Pharmacists could definitely do with being a bit more assertive and confident. This might help in
establishing their presence as part of the team. Being hidden away in the dispensary isn’t good. They
must be able to take the initiative.” (Tanvir, GP). Tanvir’s comments highlight a stereotyped role for

pharmacists.

Many respondents felt that such perspectives should be balanced with the need to determine the
needs of the team and patients. “Each team that provides care has unique needs and patient groups.
Pharmacists should invest energy and time getting to know and learning about the team they are
joining. This will make it easier for them to provide services that add value.” (Asalah, Consultant

Psychiatrist).

Respondents also felt that the skills and knowledge required for different areas might vary and that
additional training might be required. “Practising within a primary care team, for example, requires
unique skills and expertise that will challenge even the most experienced clinicians. Training might be
required.” (William, GP). A few GPs also mentioned the importance of understanding local healthcare

infrastructure and essential if pharmacists were to signpost healthy lifestyle programmes.

7.5 Theme 3: The role of pharmacy: facilitators. Detailed description of sub-themes
7.5.1 Actual or experienced facilitators

7.5.1.1 Mental health professionals desire for greater involvement of mental health pharmacists

Regardless of their current role or place of work all mental health professionals expressed favourable
opinions towards greater, regular, and consistent involvement of mental health pharmacists. For
respondents, mental health pharmacists were seen to have “...specialist knowledge, skills, training and
experience with patients with SMI. They’re quite good at paying attention to all the detailed stuff like
metabolic bloods and screening, when they are due and all the intricacies of side-effects like diabetes

and problems with lipids.” (Emily, RMN).
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A number of potential future roles for mental health pharmacists were identified including being an
integrated part of the team in inpatient outpatient settings, CPA meetings, MDT meetings and

counselling patients on side-effects.

“There have always been gaps | feel, no one spends enough time talking about medication or
what it means to be on medication, to take it for the rest of your life, what it means to have a
diagnosis of bipolar disorder or schizophrenia and how this can affect your life. The impact of
the illness and side-effects can change over time — | feel that patients should at least have
access to the opportunity for some regular input over a long period of time.” (Emily, RMN).

Emily’s comments illustrate her understanding of the role that medication plays for patients and the

benefits of the increased involvement of pharmacists in relation to psychotropic medication.

Mental health pharmacists’ knowledge of both psychotropic and non-psychotropic medication was
highlighted as particularly useful by some mental health nurses and doctors in the study. “They have
knowledge and can access resources about all medication, not just antipsychotics or mood stabilisers,
but also about managing diabetes and heart problems.” (Hannah, RMN). “One of our pharmacists
flagged up with us that one of our patients was considered to be at high risk of CVD because they had
type 2 diabetes and were over the age of 40 years old and advised starting a statin. This might have

been missed otherwise.” (Asalah, Consultant Psychiatrist).

7.5.1.2 Advantages of community pharmacy

Despite the barriers already considered, GPs and CMHT staff said that they felt that community
pharmacy had advantages to offer over other primary care services such as the ease of access,
convenience, and absence of an appointment system. “...you don’t have to make an appointment to
see a community pharmacist.” (Elizabeth, GP). “Community pharmacists are at the frontline of
wellbeing in terms of like prevention sort of and the management of emerging and long-term
conditions, like doing blood pressure, and a few of my patients have good relationships with them.”

(Ella, STR worker).

For some of the respondents the influence of their own personal views and relationships with
community pharmacist influenced their own clinical practice. “I sent my husband to the pharmacist,
told him to go there first, no rush, go and have a check | said to him. | don’t think people realise how
qualified they are and that they are able to give health promotion advice. They’re more clued up in the

medication than doctors. | always signpost my patients there.” (Stephanie, RGN). Stephanie elaborated
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further “Well it’s about building confidence around those things, like it might help getting a finger prick
test for diabetes. So, this might mean that in the pharmacy you’ll get a diagnosis or concern flagged up
and obviously your GP’s going to be there to follow you up.” These comments illustrate the view of a
collaborative approach that could be taken in the screening by the community pharmacist and

management by the GP.

7.5.2 Potential or anticipated facilitators

7.5.2.1 Evolving and potential roles of general practice based pharmacists

Whilst it was acknowledged that practice based pharmacists had new and evolving roles, GPs were in
favour of increased collaborative working with them. Three GPs interviewed said they had already
experienced the benefits associated with practice based pharmacists and suggested potential models
of care that would benefit patients with CMR, MetS and related diseases in patients with SMI. They
stressed the potential of practice based pharmacists supporting medicines optimisation, responding to

medicine-related problems and errors during care transitions.

Murtaza said that within the current healthcare climate practice based pharmacists had a lot to offer.
“We take care of an ageing demographic and as a result we manage a large number with
multimorbidity, co-existing diabetes and hypertension and SMI for example, and polypharmacy. A large
percentage of patients with mental health conditions are taken care of within primary care. The role of

a GP practice based pharmacist within this has great scope.” (Murtaza, GP).

Tanvir (GP) discussed the role of practice based pharmacists in medication reviews.

“Medication reviews are essential. We don’t have enough time to do in-depth medication
reviews. Also, checking that the patient is happy, willing, and able to take their medicines.
The pharmacist can take a focused approach to specific medication related problems. Our
pharmacist was instrumental in one of our patient’s care recently — helped towards
preventing one of our patients with schizoaffective disorder stopping his insulin.”

William, a GP, reflected on his experiences: “Having a pharmacist in the surgery to easily contact who
is part of the team is invaluable. Our pharmacist has ten minute slots for each patient, does all the
bloods, physical health checks and onward referrals for lifestyle interventions. It has been enormous
help to our workload.” Additional non-patient facing roles were also identified in the interviews such

as the involvement of pharmacists in developing and implementing national strategies and
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programmes. Part of what was emphasised by the respondents was the importance of shared physical

space reinforcing the previous sub-theme relating to invisible and visible interprofessional boundaries.

7.5.2.2 Digital maturity and connectivity for community pharmacists

Community pharmacists’ access to detailed patient clinical data was seen as critical to increased
collaboration between GPs and community pharmacists and patients. “Community pharmacists should
be able to see patients' medical conditions, prescribed medications, path lab and blood results, and
treatment plans. This would enhance communication between us and enhance our professional
relationship as we would all be singing off the same hymn sheet.” (Murtaza, GP). Another GP went on

to say that such access would also help ensure continuity of care and to avoid duplication of effort.

Such an approach was also seen by respondents as helpful in other ways. First, “It might help because
it might result in fewer medication-related questions at the patient's first post discharge appointment
with the GP.” (Tanvir, GP). Second, “It is also likely to reduce the constant interruption of the
workflow of our reception staff or other staff where the pharmacist might need important patient
information before they can dispense the medication. Ultimately this will support more efficient

communication.” (Murtaza, GP).

Two GPs discussed the potential benefits for patients related to care transitions for patients. “If
patients are discharged from the mental health trust, they may need clarity about medication changes
or need an immediate supply, community pharmacists can help.” (Tanvir, GP). “If they have this
information to hand the patient can see them quickly and find out. This might be particularly helpful
during the evening and weekend when we are closed but they’re not.” (Murtaza, GP). Again,
accessibility and convenience were stressed as important. Other respondents mentioned that access
to patient information might increase patient trust and this would have a positive impact on
legitimising the place of community pharmacy as an established healthcare professional within the

primary care team.

7.5.2.3 Policies and initiatives as drivers for change

National healthcare policies and strategies were recognised by respondents as drivers for change and
a potential opportunity for the greater involvement of pharmacists. First, the need for more non-

medical prescribers was understood to be driven by “increased costs of healthcare and shortage of
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healthcare providers including doctors and the need to widen the scope of prescribing. This is an ideal

role for a pharmacist.” (William, GP).

Second, pharmacists undertaking activities related to public health. “Well, there are two health checks
and screening, one, for the general population and, two, for SMI. Pharmacists working in all settings
can support people with SMI with these, they know what the requirements are they can also help by

promoting things like exercise and smoking cessation.” (Stephanie, RGN).

Respondents gave examples of pilot projects that had run locally and successfully and these provided
examples that demonstrated pharmacists’ abilities. “The mental health pharmacist ran a Med-Ed living
with mental health medication course for patients under the community teams. It worked really well.
Patients could ask anything they liked. Many asked about the risks of weight gain and heart disease
with antipsychotics and lithium.” (Emily, RMN). Emily went on to say that since the end of the pilot

there had been many queries from both patients and informal carers about similar courses.

Shaista (Consultant Psychiatrist) spoke about the involvement of a mental health pharmacist in the
local implementation of a national CQUIN for physical health in SMI to improve care and support for
CMR, MetS and related diseases. “The pharmacist had dedicated time to lead on this. We did
fantastically well through their hard work and their skill set and meticulous and strategic approach
ideally suited to that sort of role.” Respondents identified that the pharmacist’s involvement and
visibility in such schemes has a positive impact on the views of care professionals about their skills and
abilities and beliefs in future roles. Also, highlights particular skills that pharmacists have in paying

attention to detail.

7.6 Discussion

Contextual factors considered as barriers by respondents to the provision of information about
psychotropic medication side-effects, screening or management relating to CMR, MetS and related
diseases in patients with SMI included poor patient insight, diagnosis of SMI and its association with
impaired capacity, health literacy, socioeconomic status, cognitive and functional impairments, missed
opportunities and the nocebo effect. Facilitators included face-to-face interaction between patients
and care professionals, stable treatment and mental health and good insight. Other factors which
informed discussion and conversation were an ‘in-situ’ gauging of patient need and care professionals’

desires to strike a balance between being authoritative and a patient-centred approach.
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A review published in 2018 reported that quantitative and qualitative studies have identified poor
insight as the main reason for non-adherence in patients with SMI (504). Further, improved insight is
associated with better attitudes towards medication leading to improved adherence and as a result
better therapeutic outcomes (504). The findings here suggest that better patient insight facilitates
conversations about the side-effects of medication. This in turn may have a positive impact on
adherence. Some patients might not want to have conversations or be informed about the side-
effects of medication. So, patients must be asked what their desires are about what information they

do or do not which to receive.

Robert (Psychiatrist) said that the impact of CMR, MetS and related diseases on physical health
morbidity may have already ensued before insight has been fully regained (“it’s still slightly shutting
the door once the horse has bolted”) and before the conversation has taken place. Therefore, these
conversations should ideally be scheduled to take place at the earliest appropriate opportunity to

minimise this effect and implement any relevant interventions.

What is not well recognised or well described in the published literature is the impact of a patients’
realisation of side-effects as insight is regained, the impact of this on adherence, on the therapeutic
relationship and how this might be best managed by care professionals. This is important as it may
represent a critical point in illness continuum and may require specific input. This should be included

in guidance about managing SMI.

Whilst there may be connections between impaired capacity, health literacy, socioeconomic status,
cognitive and functional impairments and how patients receive information, assumptions that these
are inherent to diagnosis of SMI are both stigmatising and unhelpful. Furthermore, this highlights an
area of understanding that potentially needs addressing amongst care professionals. Capacity is
attached to a particular medical decision and should be assessed for each decision rather than
associating it with an illness or a diagnosis. A recent meta-review reported that a significant
proportion of patients with a SMI are able to participate in the decision-making process regarding
treatment and the degree of impairment that may be inherent to the mental iliness does not

constitute incapacity to make decisions (505).

A study exploring health literacy of patients with SMI who were attending a rehabilitation programme

found greater proportion of those patients who have schizophrenia have inadequate health literacy
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when compared to other severe mental illnesses (506). Another study concluded that the relationship
between comorbid mental illness, physical health conditions, and measures of multidimensional
health literacy was unclear (507). Lacking in the published literature are reports of assessments of the
health literacy of patients with concomitant CMR, MetS and related diseases and SMI. Patient
reported cognitive impairment was identified as one of the strongest predictors of non-adherence in a
recent systematic review (508), however, this cognitive impairment may be as a result of antipsychotic

treatment itself and the resulting non-adherence may be unintentional (508).

What is clear from all of this is that information provision should be tailored to the needs of each
patient, indeed, this is the foundation of SDM. An integrative review of SDM in patients with SMI
reported similar findings to those here; that care professionals understand its value but the perceived
need for extended consultation times are a barrier to its use (509). Studies have also found that
interprofessional collaboration can address time barriers to facilitate SDM by providing more
opportunities for discussion (509). This is an important consideration for the relationship between

pharmacy and other care professionals.

Anticipation and worry about the risk of the nocebo effect (503) was at odds with care professionals’
medical, ethical, and moral obligation to be open with the information they provide about
psychotropic medication. It also provides evidence of paternalism (510). Published literature on SDM
indicates that there is an ethical imperative to overcome such paternalism and to involve patients in
treatment decisions (510). One study conducted in the UK found that mental health pharmacists
support SDM for antipsychotic prescribing and believe that it improves outcomes (511) but did see
capacity and insight as a barrier (511). These pharmacists did not perceive extended consultation

times as a barrier (511).

Finally, another study (512) explored healthcare providers’ perceptions of barriers and facilitators to
both SDM and interprofessional collaboration in mental healthcare. Psychiatry care professionals
emphasised the importance of increased mental health expertise of GPs and community pharmacists,
whereas GPs and community pharmacists were of the opinion that information sharing between
providers and healthcare settings was the main issue (512). Further research is needed into the
implementation and impact of interprofessional collaboration such as that with pharmacy
professionals, as an integrated part of SDM in primary and secondary care with patients with CMR,

MetS and related diseases and SMI.
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Professional jurisdictions and role boundaries in interprofessional care for CMR, MetS and related
diseases was discussed and questioned across all professions and settings. Similar to other studies this
was considered a challenge (513,514). Problems identified here fell into three categories also
identified in the published literature - unequal power, communication, role overlap and/or confusion

(515). The negative effects of working in ‘tribal silos’ (516) was also mentioned.

Care professionals in this study felt that the provision of care was a collective activity but, as is
recognised in the literature (517) power was unequally distributed between those providing that care.
The power being held by whoever sat at the top of the perceived hierarchy, within inpatients care by
senior doctors (psychiatrists), whilst between primary and secondary care psychiatric by secondary
care. For example, psychiatric inpatient care for CMR, MetS and related diseases in patients with SMI
falling largely on psychiatry junior doctors’ shoulders and GPs undertaking work, which they felt the
psychiatry team should have undertaken. In addition, certain groups, for example, GPs felt their role

was undervalued again supported by published literature (518).

Reference was also made to hierarchy of healthcare (519) with regards the view of mental health
pharmacists by one of the psychiatry doctors, it was felt that clear established professional
jurisdictions and role boundaries were needed (520,521). It was also felt that better care and working
could be facilitated when every team member had their own distinct role, and an awareness of the
roles of other team members (522). However, ambiguity in professional boundaries is not uncommon
in the provision of healthcare generally and relates to confusions about responsibility for some aspects
of work (520). Published evidence indicates this also exists with regards provision of care for CMR,

MetS and related diseases in patients with SMI specifically (523,524).

Challenges were encountered in trying to identify distinct roles, again consistent with published
research (525). Care professionals interviewed felt that roles and responsibilities often overlapped,

shifted, and changed over time and this in part was driven by changes to policy and strategy.

Boundary work is a concept that can be used to examine some of the challenges that care
professionals encountered in clinical practice and desired for pharmacists. This concept sheds light on
how professional groups, such as the doctors here, seek to establish a privileged position for
themselves by having work clearly demarcated by a boundary (521). Boundary setting for pharmacists

could have two opposing functions: it could act as a facilitator to connect multiple parts together such
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as screening and management or a barrier which serves to protect doctors’ autonomy, professional

standing (526,527) and claim authority over certain parts of practice (528) .

Importantly future roles of pharmacists should be informed by the published literature which
recognises that boundaries between professions are not fixed and are locally and nationally
determined and negotiated (529-531). As roles for pharmacists evolve over time, like practice based
pharmacists or mental health pharmacists in CMHT outpatient clinics (532), and specifically within this
area this will be particularly pertinent. Within healthcare it is known that boundaries are frequently
drawn and redrawn as professions question the jurisdictions of their work (519). The literature
suggests that in order to achieve person-centred care renegotiation of professional boundaries (by all

professions) may be necessary (533), this is also a recommendation within published guidance (534).

Communication and information sharing across professional boundaries were also identified as being
important to interprofessional working, for example, between secondary care psychiatric services and
GPs, and between community pharmacists and GPs. This is an area of practice which is consistently
highlighted as being problematic (535). Indeed, poor communication between secondary and primary
care providers has been identified as a major challenge to the delivery of high quality care for CMR,
MetS and related diseases in patients with SMI (536,537). High visibility and structures around
screening and better liaison of psychiatric services with primary care has been identified as facilitating
good care (538,539). This may also apply to liaison with community pharmacy and may be a role for
hospital mental health pharmacists (540). Hospital clinical pharmacists liaising between GP and
community pharmacist with regards medicines reconciliation has been explored in an RCT conducted

in 2002 with good patient outcomes and medicines optimisation (541).

As discussed widely in the research literature, the association between ‘fat’ and moral deviance is
deeply pervasive (542,543). The use of the term ‘fat’ situates weight gain, being overweight and being
obese in a personal and moral domain rather than a medical domain. Discourse also illustrates that
care professionals felt that patients were subject to a double stigma where both the label of ‘fat’ and
‘mental illness’ together further exacerbates this. Discussions suggested that care professionals think
that patients with SMI resist to having the label of ‘fat’ applied. However, they are limited by
alternative appropriate or useful terminology and language that they can use in conversations with
patients. Discourse also demonstrate that weight gain, overweight and obese and SMI indicated a
‘spoiled identity’ (544,545). The moral discourse was further amplified and strengthened through care

professionals feeling ill equipped to support patients.
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Health inequalities and stigma that patients with SMI are subject to were mentioned throughout and
are well recognised within the published literature (546). The presence of concomitant physical health
conditions CMR, MetS and related diseases made this worse, for example, when discussing weight
gain, overweight and obese as above. In addition, access to care for these conditions was felt to be
negatively impacted on as a result. Psychiatrists and psychiatry junior doctors spoke of the need for a
holistic approach and the need to address root causes of health inequalities. Mention was also made
of marginalisation and the impact on access to care. Care professionals felt that barriers to
engagement with pharmacy included possible treatment stigma, self- stigma of patients and possible
stigma amongst community pharmacists. This will be explored further Chapter Eight which presents

findings from the interviews with pharmacists.

Views of pharmacy services were heavily impacted on by nature and content of interactions. Shared
physical space and face-to-face interaction and shared experiences were highlighted as being critical
for impact on CMR, MetS and related diseases in patients with SMI. Face-to-face interactions were
also found to have positive impact on patient outcomes in the systematic literature review presented
in Chapter Two (387). Within inpatient psychiatry settings multidisciplinary ward rounds and ward
reviews were considered the appropriate context for face-to-face interactions and shared experiences.
Interactions communicated over the phone or via notes were felt to lack significance. Again, this is
reinforced by the findings of the literature review in Chapter Two which found that the use of
reminders by pharmacists had no significant impact on patient outcomes (387). Ward and ward

reviews, when done well, are cited as good examples of daily collaborative teamwork (547-549).

Many care professionals in this study felt that invisible boundaries such as the different ways that
pharmacists worked and communicated with them may recede over time if working practices and
experiences could be shared daily. The positive effects of working in a team cannot be
underestimated, high quality care is delivered by higher functioning teams (550). Patients also
perceive that the most effective teams are those where healthcare professionals work collaboratively
(551). Improved teamwork has been shown to result from the introduction of structured
interdisciplinary rounds (552,553). Some of the challenges that are associated with teamwork have
already been discussed and include understanding team members’ roles and hierarchal structures.
Studies conducted within hospital settings have shown that trust between members of teams is
facilitated by shared experiences (554). The importance of shared experiences was emphasised by

inpatient psychiatric healthcare professionals in this study.
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GPs and community pharmacists discussed similar issues relating to primary care settings. Overcoming
the visible boundaries of being situated in different buildings was not practical for most community
pharmacists. However, GPs felt that improved communication and collaborative work could be
facilitated through community pharmacists’ access to comprehensive patient data and could help
towards reducing the invisible boundaries, in this case differences in knowledge about the health of
the patient. Other benefits of community pharmacist access to comprehensive patient data were
identified by the GPs interviewed and in common other studies (555,556). In particular, advantages in
managing care transitions of care by for instance improved workflow efficiencies as part of discharge

procedures.

Such practices have the potential to not only enhance communication between pharmacists and
healthcare professionals, but also between pharmacists and patients and this may contribute to
nurturing deeper relationships. These advantages were underpinned by the accessibility and
convenience for patients of the community pharmacy compared to other services. For example, the
community pharmacist having detailed information about the discharge prescription out of hours. This
might also result in increased trust in these relationships. Objective studies examining time savings or
reduced interruptions in workflow could be valuable to determine how much of an impact access to

patient data could bring to collaboration between GPs and community pharmacists.

Discussions about a lack of privacy and confidentiality within the community pharmacy environment
for patients with SMI in this study are consistent with the findings of other studies generally (440) and
in relation to mental health (557). As was identified in this research, another study has reported that
patients should be given the choice about utilising a consultation room (557). Despite concerns about
community pharmacy, care professionals recognised the advantages of community pharmacy over

other primary care services.

In this research central to these advantages were the ease of access to patients, convenience and lack
of an appointment based system all of which are supported by findings of other studies (436). Some of
the mental health professionals interviewed saw the potential for a collaborative role whereby
community pharmacists might screen for CMR, MetS and related diseases and the GP would
undertake the follow up. A recent systematic review reported that GPs’ awareness of community
pharmacy services was low and collaboration with pharmacists was poor despite the introduction of

these services (558). Other literature highlights the lack of high quality evidence focused on GP and
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pharmacist collaboration and that specifically related to patient outcomes for CVD and diabetes in any
patient population (559). Moving beyond this a protocol for a RCT has recently been published (560)
studying an intervention to be delivered wholly by community pharmacists. One of the many
outcome measures of this study will be changes in factors associated with CMR. The findings of this

study clearly have relevance to the findings in this study and potential ways forward.

Mental health pharmacists were seen to have the greatest levels of expertise, knowledge, skills and
training and impact for this patient group. The limited published robust qualitative literature on the
role of mental health pharmacists in supporting CMR, MetS and related diseases in patients with SMI
(21) was considered in Chapter Two. Care professionals’ views and experiences in this study reflect the
limited impact of mental health pharmacists. They also recognised potential reasons for this including
professional socialisation and hierarchies, heavy workloads and demands, understanding of their roles
and responsibilities and organisational structures. As discussed, both visible and invisible boundaries
also exist. Going forward mental health pharmacy services should work towards bridging the gaps

identified in both the visible and invisible boundaries between care professionals and pharmacists.

Practice based pharmacists as part of primary care services for patients with CMR, MetS and related
diseases in patients with SMI were viewed positively and fulfilled GPs expressed desires for shared
physical space and face-to-face interactions. Similar to research conducted, practice based
pharmacists’ work was seen to add value, enhance care and save GP time (561). However, the role of
practice based pharmacists is still evolving and not widely accessible to patients when compared to
community pharmacists. Access is by appointment only and may be limited by a ten minute
appointment that maybe little different to that offered by GPs themselves. Concerns have been
expressed about patient safety issues where pharmacists are undertaking work they are not
experienced in (167). Views discussed here are based on limited experiences and practice based

pharmacists may need training specific to mental health.

National policies and initiatives acted as drivers for change. In common with other studies (562) these
were identified and recognised by care professionals as potential opportunities for pharmacists to get
involved. Knowledge of pilot projects, such as a national CQUIN and ‘Med-Ed’ groups, were used to
illustrate the skillset and knowledge that pharmacists have. A literature review has reported that
pharmacist-led or pharmacist co-led ‘Med-Ed’ groups have been shown in studies to improve patient
outcomes (563). One retrospective cohort study (564) explored the impact of mental health

pharmacist-led psychiatric inpatient ‘Med-Ed’ sessions on readmissions and emergency department
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visits. Attendance at one group was reported as having no impact on reducing psychiatric readmission
(564). However, patients who attended two or more sessions had fewer emergency department visits

(564).

Based on these findings there currently is not one role or type of pharmacist that completely fulfils the
desired needs of care professionals or the needs they see for their patients with CMR, MetS and
related diseases and SMI. Findings from this analysis also point to an important catalyst for in-depth
interactions between healthcare professionals and pharmacists; a familiar or existing relationship
with a pharmacist either in the working environment or personal life (565). Existence of such
relationships resulted in proactive enquiries about CMR, MetS and related diseases by care
professional and signposting patients to do the same. The importance of trust and sensitivity to
individual needs were highlighted as essential to good relationships between pharmacists and

patients.

7.7 Chapter summary

The view of care professionals in this research is that currently there is not one type, role, or position
of pharmacist that completely fulfils the desires or needs of care professionals or those of patients
with CMR, MetS and related diseases and SMI. Mental health pharmacists have specialist mental
health expertise, knowledge, and training but the frequency of in-depth interactions with patients is
limited. Community pharmacists have frequent contact, are accessible and occupy a convenient
location, but lack the specialist knowledge and training that care professionals believe is important.
Practice based pharmacists roles are still new and require further exploration in terms of their

sustainability and impact.

Respondents emphasised shared physical space, in-depth interactions and relationships with
pharmacists as inextricably linked and are critical for themselves and for their patients, for themselves
and for their patients. Shared space is likely to remedy some tensions resulting from the visible and
invisible boundaries between care professionals and pharmacists. Access to comprehensive patient
data could act to do the same and nurture deeper relationships between community pharmacists and
GPs. The last substantive chapter explores the perspectives of pharmacists in providing care to

patients with CMR, MetS and related diseases and SMI.
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Chapter Eight: Cardiometabolic risk, metabolic syndrome, and related diseases
in severe mental illness: the role of pharmacy in the lived experience of

patients. Findings from pharmacist interviews

8.1 Introduction

The last key group whose views, experiences, and perceptions are explored in this thesis are members
of the pharmacy profession. The aim of these analyses is to describe the views, perceptions and
experiences of the pharmacy profession with regards to the lived experience of patients with CMR,
MetS and related diseases and SMI and where they see themselves in this lived experience. In
addition, the interviews considered both their current experience of providing services to members of

this patient population and their potential role in the future.

Pharmacists were the only pharmacy professional recruited to the study. The aim of this chapter is to
discuss the findings of the analysis of the interviews with eleven pharmacists who were involved in
providing care for patients with CMR, MetS and related diseases and SMI. These 11 pharmacists
included five mental health/psychiatric pharmacists, one GP practice based pharmacist and five
community pharmacists (demographic details of these participants is summarised in Table 8.1). Views,
experiences, and perceptions of the pharmacists were also shaped by their previous roles across both

primary and secondary care as well as during postgraduate training and education.

Detailed information about methods is provided in Chapter Three. The data was coded against the
framework developed in Chapter Four from the analysis of patient data. In addition, attention was
given to the implementation strategies used by pharmacists (see Chapter Two). Key findings are
summarised at the end of the chapter.

This chapter contributes to the research question in the following ways:

e pharmacist data has been coded using the framework developed for patients (Chapter Four)

thereby putting the patient at the centre of this research,

e the focus of the thesis is the role of pharmacy within the lived experience of the patient.
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Table 8.1: Demographic data of pharmacy professional participants (self-reported)

The study recruited pharmacists but no other type of pharmacy professionals. Three different secondary care psychiatric service (mental health NHS trusts)
and six different CCGs are represented in this sample).

Participant Gender Ethnicity Current role/position Duration/ Post-graduate
pseudonym frequency of qualifications/ professional
involvement in care experience
of those with SMI
Brigette Female  White 50-54 Senior Mental Health Pharmacist: Inpatient 23 years - daily e Diploma in Psychiatric
Adult Mental Health (AMH), LD, Mental Health Pharmacy
Services for Older People (MHSOP) e Member of the College of
Mental Health Pharmacy
Azzam Male Asian/ 40-44 Mental Health Pharmacist: Inpatient AMH, LD,  Five years — daily
British MHSOP
Asian
Tahira Female  Asian/ 50-54 Senior Mental Health Pharmacist: 17 years — daily e Diploma in Psychiatric
British Inpatient AMH,LD,MHSOP Outpatient Pharmacy
Asian Independent Prescriber e Accredited Member of the
College of Mental Health
Pharmacy
¢ Independent prescriber -
Mental Health.
Varun Male Asian/ 30-34 Community Pharmacist Five years — e Qualifications in aesthetics
British Manager of Community Pharmacy/ occasional e Certificate in Clinical
Asian Superintendent Pharmacy
Travel clinics e Independent Prescriber -
GP Practices
Alicia Female  White 50-54 Mental Health Pharmacist: Forensic 25 years — daily e Postgraduate Diploma in
Clinical Pharmacy
Alyssa Female  White 45-49 Senior Mental Health Pharmacist 25 years — daily
Serena Female  Asian/ 35-39 Practice Based Pharmacist One year —threeto e Clinical Diploma in
Independent Prescriber four times a week Prescribing
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Hazel

Thalia

Wasim

Anahita

Female

Female

Male

Female

British
Asian

White

Asian
Asian/
British

Asian

Persian

50-54

25-29

30-34

3034

Advanced Clinical Practitioner

Professional Pharmacy Consultant
Relief Community Pharmacist

Visiting Pharmacy Lecturer at University
Community pharmacist

Community Pharmacist
Relief Pharmacist

GP Pharmacist
Academic Pharmacist
Community Pharmacist

30 years - occasional

Three years -
occasional

Five years —daily
contact with SMI
patients

Two years -
occasional

e Community Pharmacy
e Advanced Clinical
Practitioner

Other previous roles:

e Care Quality Commission

e Pharmacy Lecturer

e Primary Care Pharmacist

e Drug and Alcohol Services

e Postgraduate Diploma in
Clinical Pharmacy

e Independent Prescriber in
Mental Health

Diploma in Clinical
Pharmacy

Diploma in Psychiatric,
Pharmacy

Independent Prescriber
Masters in education
Hospital

Community

Industrial Pharmacy
Mental Health Academia
e GP practice

198



The analysis identified three main themes (see Table 8.2). The first theme related to the psychotropic
medication and management of their side-effects as well as information provided about these. The
other two themes related to the role of pharmacy and the factors that facilitated or limited support

from pharmacists, whether in hospital or community settings.

Table 8.2: Table of themes and sub-themes for pharmacists

Theme Sub-theme |

Theme 1: CMR, MetS and e Screening and interventions for CMR, MetS and related diseases in patients
related diseases, with SMI

psychotropic medication, e Referral of patients for healthy lifestyle management

psychotropic medication e |nterventions delivered to healthcare professionals®.

side-effects and SMI e Summary of pharmacists’ interactions with patients and care professionals in
terms of frequency and depth
Theme 2: The role of Potential or anticipated
pharmacy: barriers e Crossing the mental health/physical health divide
Actual or experienced

e Patient’s perceptions of pharmacist’s roles
e Invisible and visible interprofessional boundaries
e Llack of confidence in delivering interventions for prevention and
treatment of CMR, MetS and related diseases and lifestyle modification
e Patient trust is not conferred it must be earned®
Theme 3: The role of Actual or experienced
pharmacy: facilitators e Patient trust is not conferred it must be earned®
Potential or anticipated
e Policies and initiatives as drivers for change
e Digital maturity and connectivity
e Desire for engagement and involvement of informal carers
e Advanced roles for pharmacy technicians
@ This subtheme specifically relates to implementation strategies used by pharmacists (as per the literature
review conducted in Chapter Two).
b This subtheme sits both in barriers and facilitators and is discussed as one subtheme to allow for comparison
and avoid repetition.
Key: Potential or anticipated: not actually experienced but anticipated as potential barriers or facilitators.
Actual or experienced: barriers and facilitators that had actually been experienced.
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8.2 Theme 1: Cardiometabolic risk, metabolic syndrome and related diseases,
psychotropic medication, psychotropic medication side-effects in severe mental
illness

8.2.1 Theme 1: Introduction

Pharmacist’s time spent face-to-face with patients was limited and their data appear to lack an
appreciation and understanding of some of the deeper issues that impact on patients such as the
tensions and everyday challenges that patients experience. Face-to-face interaction with patients
included the provision of education and educational materials; interactions with healthcare
professionals included formulation of guidelines and policies and audit and feedback. Pharmacists

were regularly signposting and referring patients to other services for lifestyle interventions.

8.2.2 Theme 1: Detailed description of sub-themes
8.2.2.1 Screening and interventions for cardiometabolic risk, metabolic syndrome, and related

diseases in patients with SMI

Mental health pharmacists reported that they delivered individual patient education on inpatient
psychiatric wards. This was done when they were able to attend ward rounds or reviews as part of an
MDT or in response to a referral or request by a member of the inpatient psychiatric healthcare team.
Mental health pharmacists reported that where possible they provided patients with support for
aspects of CMR, MetS and related diseases. This support ranged from screening, through to
identification of high risk, abnormal parameters, or diagnosis of disorder such as MetS and clinical

interventions. This occurred every few weeks or several times a month.

“When | am able to attend the ward rounds, | will always try and spend time after the ward
round following up on patients who have recently been commenced on antipsychotics. If they
are well enough and they want to | will sit with them and have a conversation about the
monitoring and things they can do for their lifestyle. Also, before | attend the ward rounds, |
will check all the bloods and flag up if an intervention is needed, like a referral to the
diabetes team.” (Azzam, Mental Health Pharmacist).

All mental health pharmacists in the study said that there were unmet needs due to missed
opportunities at milestones during the inpatient stay “...if the patient is well, we should be providing
individual patient counselling when decisions are being made about medication so that they are fully
informed and they can be involved as far as possible. All patients should have a pre-discharge meeting

with the pharmacist. At that point they are more likely to be well enough to retain and understand.”
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(Brigette, Mental Health Pharmacist). This respondent is making direct reference to patient

involvement speaking directly to the concept of SDM.

Community pharmacists described their occasional involvement, every few months, in providing
education about smoking cessation and aspects of weight management. These activities occurred
after a proactive enquiry by a patient or where they themselves had a personal interest in mental
health and approached a patient. Three community pharmacists described that they had provided
advice and educational materials to patients who had reduced their consumption or stopped smoking
and that this was hugely rewarding. “A few patients who collected their prescriptions regularly from
our pharmacy have asked for support with their smoking, after some detailed discussions they told me
they had SMI. | supported them with advice and nicotine replacement, like gum and patches. They

have managed to cut down or stopped smoking altogether.” (Thalia, Community Pharmacist).

Educational materials were provided in the form of PILs. Community pharmacists used manufacturers’
PILs and directed patients to manufacturers websites or mental health charity websites such as Mind.
Mental health pharmacists preferred specialist psychotropic medication websites such as Choice and
Medication or the Royal College of Psychiatry. “Patients find manufacturers’ leaflets and information
too complex. The font size on PILs is too small and difficult to read, the language used isn’t easy to
understand. Many patients have told me that they just don’t take any notice of the manufacturers’

information.” (Tahira, Mental Health Pharmacist).

Two mental health pharmacists discussed providing weekly face-to-face ‘Med-Ed’ and ‘Living with
Mental Health Medication’ interactive group workshop style sessions that included providing
educational materials. These were part of a local initiative organised within their secondary care
psychiatric hospitals and described as fixed term running for one or two years. “We discuss the pros
and cons of taking and not taking medication like antipsychotics, the benefits of these sessions are that
you can deliver information to more people at one time, patients become more aware of what
pharmacists can do and there’s often a sense of shared experience between members of the group.”

(Brigette, Mental Health Pharmacist).

Due to the largely positive feedback received from patients these pharmacists felt that these sessions
should be integrated into their core service provision in their secondary care psychiatric service rather

than being a short term pilot.
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The mental health pharmacist independent prescriber and the practice based pharmacist in the study
explained that they had their own caseload of patients with SMI most of whom had CMR, MetS and
related diseases. They described providing comprehensive care and regular contact with the same

patient over long periods of time allowing them to develop relationships.

“The first few appointments are once a week or once every two weeks during which we
develop rapport, trust and familiarity. I’ll undertake full screening for CMR, MetS and related
diseases, bloods weight ecetera. Then we go from there and tackle one problem at a time
depending on what is needed or what the patient wants. It’s a long road and takes time.
Education and educational materials are provided throughout where appropriate.” (Serena,
Practice Based Pharmacist).

These pharmacists mentioned that they included measurement of waist circumference and
weight/weight change, cardiovascular and diabetes risk assessment using formal risk assessment
tools/calculators, follow up of patients after implementation of an intervention, utilisation of
behaviour change approaches such as motivational counselling where possible or appropriate. When
patients attended with family or informal carers then they actively involved them, although this was

an infrequent occurrence.

8.2.2.2 Referral and signposting patients for healthy lifestyle management

All pharmacists described regularly referring or signposting patients to other services for healthy
lifestyle management. This was undertaken when patients asked pharmacists in the study said they
were not able to provide this support themselves due to limitations in their knowledge, confidence,
experience, or time. Referrals were made to a variety of services mainly smoking cessations services
and local healthy lifestyle groups. The ‘Make Every Contact Count’ initiative was also frequently
mentioned in this context. The advantages of this service initiative were commonly described: “You
can refer inpatients, who give their consent, to this service and they will do the rest. They contact the
patient and follow them up after they have been discharged.” (Brigette, Mental Health Pharmacist).
“This service provides a comprehensive set of lifestyle interventions. They will visit patients in their own

home. They take a behaviour change approach to lifestyle change.” (Hazel, Community Pharmacist).

8.2.2.3 Interventions delivered by mental health pharmacists to other healthcare professionals

Mental health pharmacists described their involvement in delivering interventions to other healthcare

professionals relating to CMR, MetS and related diseases in patients with SMI. These included having a
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central role within secondary care psychiatric services in developing and writing local policies and
guidelines, local and national audit and feedback, and educational meeting as well as courses and

workshops delivered to a range of healthcare professionals including doctors, pharmacists, and nurses.

It was routine practice, respondents reported to prompt for screening for and management of CMR,
MetS and related diseases for patients with SMI on their wards using reminders. This involved
attaching an electronic note attached to an electronic prescription or, less frequently, patient’s
electronic health record. The note was intended for other healthcare professionals, mostly doctors, as
a prompt to undertake screening or follow up. Respondents said these reminders were the sole
strategy for a significant proportion of the interventions implemented by mental health pharmacists

working within inpatient psychiatric settings.

8.2.2.4 Summary of pharmacists’ interactions with patients and other care professionals in terms

of frequency and depth

The description by pharmacists’ of their interactions with patients and other care professionals can be

encapsulated as three ‘scenarios’ based on the frequency and depth of interaction.

e Scenario 1: In-depth interactions that occurred at high frequency.

Such interactions where mental health pharmacists had direct face-to-face interaction with
patients in ‘Med-ed’ or ‘Living with Mental Health Medication’ sessions, were reported to
take place on a weekly basis. Pharmacists who had their own caseload of patients: the
practice based pharmacist and the mental health independent prescriber working in
outpatient clinic also described similar interactions. In addition, the practice based
pharmacist in the study described case discussions with GP practice staff. Of note however,
both the ‘Med-Ed’ and ‘Living with Mental Health Medication’ initiatives were short term.
These interactions were reported by pharmacists in the study as having a significant impact
for patients; either because they had received feedback from patients themselves or there
had been improvements in clinical outcomes such as improvements in blood pressure or

diabetes control.
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e Scenario 2: In-depth interactions that occurred at low frequency.

Mental health pharmacists interacted directly with patients either as part of their role in
inpatient MDT ward rounds and reviews or as a result of referral or proactive inquiry made
by a mental health professional with whom they had had an existing professional
relationship with. These interactions took the form of conversations about CMR, MetS and
related diseases and SMI. Mental health pharmacists also described their involvement in the
delivery of educational meetings and training including audit and feedback to care
professionals as having significant impact. Patients asked community pharmacists, with
whom they already had a pre-existing relationship with, to discuss psychotropic medication.
Also, community pharmacists who themselves had an interest in mental health asked
patients about the same. These types of interactions were reported by respondents to occur

at least every few weeks or every few months.

e Scenario 3: Low depth interactions occurring at high frequency.

Mental health pharmacists in the study described responding to enquiries daily or every few
days from other mental health professionals to signpost or provide patient information
about CMR, MetS and related diseases for patients with SMI. This type of interaction also
included signposting care professionals to guidelines and policies relating to CMR MetS and
related diseases. Roles associated with the provision of medication were also discussed and
would fall into this type of scenario and would also include medicines optimisation for CMR,

MetS and related diseases e.g., optimising the dose of anti-diabetic medication.

In addition to these three clearly defined scenarios other interactions were more difficult to evaluate
in terms of depth due to lack of follow up by pharmacists. This included the use of reminders and
actively referral and signposting of patients to other services. The descriptions above highlight the
complexity around pharmacist interventions both in nature, type, and frequency. Barriers and
facilitators describe below reflect that pharmacists’ descriptions of their involvement in CMR, MetS
and related diseases in patients with SMI reflected far less time being spent in face-to-face

interactions with patients and more on indirect activities such as policies, audits.
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8.3 Themes 2 and 3 Introduction

Barriers and facilitators were discussed by pharmacists from two perspectives, relationships with
patients and relationships with care professionals. These were not mutually exclusive. Pharmacists did
not mention any interactions with other pharmacists. Mental health pharmacists spoke about
interactions mental health professionals and patients. Community pharmacists spoke of GPs and
patients. Discussions about relationships with patients was underpinned by the need for trust.
Respondents reported that relationships with doctors were hampered by invisible and visible
interprofessional boundaries. Pharmacists expressed a lack of confidence in particular areas of care for
CMR, MetS and related diseases but were enthusiastic and motivated to meet high standards of care,
including interaction with informal carers, and undertaking new or extended roles. A lack of resources

was a frequently cited limiting factor for adopting such new roles.

8.4 Theme 2: The role of pharmacy: barriers. Detailed description of sub-themes
8.4.1 Potential or anticipated barriers

8.4.1.1 Crossing the mental health/physical health divide

Community and practice based pharmacists expressed varying degrees of reservations and uncertainty
about providing advice about medication used for SMI. “I wouldn’t really know what to say to a
patient if they asked what to do if they wanted to stop or switch their olanzapine because they were
experiencing intolerable excess weight gain and hunger.” (Thalia, community pharmacist). Paralleling
this, most mental health pharmacists expressed reservations about providing specific aspects of care
for CMR, MetS and related diseases. “Well, | might feel a bit lost in assessing or calculating someone’s
cardiovascular risk, | might miss something, then even if | did then where would | start with
recommending starting a statin if it was needed?” (Alicia, Mental Health Pharmacist). In both cases
respondents felt that their day-to-day practice and current knowledge was insufficient for what might

be required.

In addition, the intersection between SMI and CMR, MetS and related diseases might present unique
challenges. “Managing someone who has schizophrenia who stops their insulin because of
deteriorating mental health is very challenging. Understanding the relationship between their
deteriorating mental health and diabetes and how these impact on their attitudes towards medication
is really tricky. There isn’t much guidance available to support this sort of situation.” (Brigette, Mental

Health Pharmacist).
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Respondents understood that there was no expectation that they had detailed specialist knowledge of
unfamiliar areas of practice. However, they expressed a desire for education and training in key
concepts to gain familiarity and improve their confidence. “It would boost my confidence; SMl is a
specialist area and | feel like | would and should at least need to have a grasp of the basics.” (Thalia,

Community Pharmacist).

8.4.2 Actual or experienced barriers

8.4.2.1 Patient’s perceptions of pharmacist’s roles

Most community pharmacists, the practice based pharmacist and a few mental health pharmacists in
this study believed that public perception of community pharmacists was limited to trusting them to
safely supply medication and they have no other role in providing services. A few community
pharmacists said they thought the public saw them as shopkeepers. A small number of community
pharmacists reported that some of their patients would only accept very limited advice about
medication and this marginalised their role. “Some patients don’t want to me to advise on anything
else except the name of the medication and dose. It’s almost as if the advice given by the community
pharmacist is not heard by the general public because they think that the GP is the main person who
can give advice. Our role as healthcare professionals is marginalised.” (Wasim, Community

Pharmacist).

In the interviews mental health pharmacists and the practice based pharmacist suggested that
patients placed a higher degree of trust in them and their roles beyond medication supply and were
comfortable in interacting with them. They felt that patients viewed their roles as working alongside

doctors and nurses and that this ‘clinical context’ legitimised these roles for patients.

“Patients see our roles as more clinical and more specific. Working in a hospital is seen as a more
clinical environment, this creates a different dynamic when you speak to patients, especially if they
have seen you in the ward round in the MDT.” (Brigette, Mental Health Pharmacist). “The GP surgery is
seen by patients as a healthcare destination. So, my role there puts me in an ideal position as patients
see me within that framework, it’s already in their mind. This is not true of the community pharmacy

environment which may be seen as a shop.” (Serena, Practice Based Pharmacist).

The practice based pharmacist, during their interview, mentioned that their role was still new and

work was needed for it to become embedded in routine practice and fully established with patients.
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All pharmacists agreed that psychiatry was seen by most patients to be a specialist area of care and
therefore community pharmacists might be seen ancillary to their needs as community pharmacists

were viewed as non-specialists.

8.4.2.2 Invisible and visible interprofessional boundaries

Mental health and community pharmacists that were interviewed were aware of the negative impacts
of interprofessional boundaries with other members of the healthcare team. These were felt most
extensively with doctors. A significant proportion of these pharmacists’ interactions related to
prescribing and doctors undertook all the prescribing in their work environments. The only exception
to this was where pharmacists undertook roles as independent prescribers where some of the
negative impacts were reduced or not experienced; these pharmacists felt that these roles conferred a

greater degree of autonomy.

Pharmacists reflected on the tensions created by these boundaries on the care they provided for
patients “...when you call the doctor to get a prescription changed and are flatly refused. This is
frustrating where there’s no reasoning or evidence to refuse and you are acting in the best interests of
evidence based medicine and patient care.” (Thalia, Community Pharmacist). Some respondents felt
more attention was placed on their profession rather than the importance of their advice, “I emailed
the doctor highlighting their patient’s HbA;c was way over the threshold, | recommended a referral to
diabetes team. They replied and said that this was not a domain that pharmacists should be involved
in.” (Azzam, Mental Health Pharmacist). This may also be related to the balance of power in this
relationship and the confidence of the pharmacist to challenge what does not appear to be person-

centred care from the doctor. Ultimately, it may be indicative of medical dominance.

Pharmacists discussed ways to limit these negative impacts and a desire for greater collaboration and
opportunities to establish healthy communication channels and relationships. Within the inpatient
psychiatric setting mental health pharmacists saw their place in the clinical MDT taking an active role
in ward rounds and reviews. However, many felt that opportunities to participate as a member of the
MDT was limited; a problem that they attributed to a mismatch in the ratio of pharmacists to wards

and patients as well as the prioritisation of core duties of the dispensary.

“I have responsibility for five wards, each has 15 patients — around 60% have SMI. Also, | have
to undertake three half days in the dispensary each week. Then, there’s all the other stuff like
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training, audit etcetera. When | do manage to get to the wards it’s often rushed. All you need
is for things to get really busy in the dispensary and | get called back in to help — this might in
the middle of a ward round. It’s an impossible situation.” (Alyssa, Mental Health Pharmacist).

All the community pharmacists in this study reported that their relationships with GPs were solely by
telephone interactions discussing routine prescription related queries. This was often a source of
tension made more difficult if the receptionist at the GP surgery acted as a gatekeeper limiting their to
access to the GP. Many community pharmacists spoke of the need to adopt strategies to avoid

damaging their relationship with the GP.

“You choose your words carefully, don’t make them (GPs) feel that they're at fault or you are
antagonising them ... you could say that we are sucking up to them and managing their ego, but |
would say | want to keep a good working relationship.” (Wasim, Community Pharmacist). Despite the
apparent strains in their relationships with GPs a significant number of community pharmacists were
determined to seek ways to improve relationships and ideally “...grasp opportunities to meet face-to-

face,” (Tahira, Community Pharmacist) if such opportunities arose in the future.

A few pharmacists were very affected by the nature of their interactions with doctors. “At times | have
felt quite disheartened by the lack of respect shown by the doctor towards our profession. Otherwise, |
think I would be more enthusiastic about undertaking more work, new roles to support care for

patients with SMI but the doctors’ attitude has dampened it a bit.” (Alicia, Mental Health Pharmacist).

The evidence from the analysis of the interviews suggests that for pharmacists the tensions and
negative impacts of invisible and visible boundaries in interprofessional teams resulted in doctors
enacting medical dominance over pharmacists. First, through a demarcation of medical territory and
denial of pharmacists’ skills. Second, through evasion of critical review of prescriptions and dismissal
of recommendations. In response to this, pharmacists altered their behaviours and employed their
agency in devising strategies to work around problems that doctors seemed to fail to acknowledge

and were unwilling decline to resolve or address.

Pharmacists were motivated to bridge these boundaries and provide more care for CMR, MetS and
related diseases for patients with SMI. However, broader issues such professional socialisation and
hierarchies, heavy workloads, and organisational structures such as the ratio of number of mental

health pharmacists to number of patients contributed to their lack of ability to do this effectively. In

addition, as one pharmacist said: “Sometimes | am not surprised that they think that all we do is
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dispense, fill in error forms and police their prescribing as that’s pretty much a reflection of their
experience with us. Haha!” (Alicia, Mental Health Pharmacist). Alicia’s comments acknowledge that a
large majority of pharmacists’ work, as experienced by doctors serves to reinforce traditional views
about the roles of pharmacists as primarily, dispensing and surveillance of prescribing errors. There

appears to be a clear need for an increase in the proportion of time spent in patient facing roles.

8.4.2.3 Lack of confidence in delivering interventions for prevention and treatment of

cardiometabolic risk, metabolic syndrome, and related diseases and lifestyle modification

All pharmacists in this study expressed a lack of confidence in their ability to deliver interventions for
diet and exercise and that they were not doing it in practice. Many worried that this, in turn,
negatively impacted patient outcomes. They expressed greater confidence in interventions for
smoking, alcohol, and illicit drug use due to the existence of clear guidelines, training, and
pharmacotherapy. All pharmacists expressed an understanding of the critical importance of such

interventions in improving outcomes and quality of life.

“Pharmacy education and training does not prioritise prevention and lifestyle modification. |
don’t remember it being on our curriculum. At post-grad level health behaviours, physical
activity and nutrition are little addressed. When you practice you realise just how important
they are and how many diseases are causally related to them or use them as interventions,
it’s a bit astonishing.... yet | don’t feel completely confident in advising on these.” (Anahita,
Community Pharmacist).

This indicates that pharmacists’ approach needs to be more holistic, and as above, is more person-

centred.

A significant number of responses reflected limited resources. “To be honest | would rather signpost
patients to other services, but the accessibility and capacity of these services is often limited and
determined by locality and funding.” (Serena, Practice Based Pharmacist). Within the hospital setting
mental health pharmacists were aware that dieticians working on the wards prioritised patients who
were underweight. “They are firefighting most of the time, dealing with patients who are severely
underweight or malnourished. Weight gain and obesity is not seen as a medical emergency and are

therefore prioritised differently.” (Tahira, Mental Health Pharmacist).

Pharmacists also mentioned that there appeared to be a lack of suitable information about CMR, MetS

and related diseases that was holistic rather than related to psychotropic medication. “...there needs
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to be something more general for patients about what annual checks they are entitled to or something

more holistic that covers their risks due their diagnosis of SMI.” (Azzam, Mental Health Pharmacists).

8.4.2.4 & 8.5.1.1 Patient trust is not conferred it must be earned: this sub-theme relates to both

barriers and facilitators

This sub-theme is relevant as both a barrier and facilitator and is therefore discussed as a single sub-
theme. Importantly, it overlaps and links with many other sub-themes in this chapter. In considering
patient engagement in care for CMR, MetS and related diseases in patients with SMI, all pharmacists
in this study mentioned that they felt that from their experiences the most important thing for a

patient with a mental illness was a relationship based on trust.

This trust had to be earned over time rather than conferred by a professional role. Factors that might
impact on this trust were identified in the interviews. Pharmacists felt that these needed to be
proactively addressed by the profession and made evident to patients “We need to demonstrate and
show them (patients with SMI), it’s not what you say it’s what you do that matters. Our actions matter

more than just saying we’ve ticked a box.” (Alicia, Mental Health Pharmacist).

The most important factors identified by respondents were the visibility, accessibility, and availability
of pharmacy. As one pharmacist explained: “..in my opinion these are like the keys that open the first
door to a trusting relationship.” (Brigette, Mental Health Pharmacist). Mental health pharmacists and
the practice based pharmacist were aware that from the patient perspective they were the least
accessible and visible and that this had consequences for patient views of their availability. In
particular, for mental health pharmacists this view may be reinforced if patients are referred to them
by someone else. Mental health pharmacists reported that this was a consequence of a lack of ward
attendance or roles in CMHTSs while for practice based pharmacists patients had to book an
appointment via the GP surgery or be on their caseload. All respondents agreed that community

pharmacists were the most visible and accessible.

Accessibility and availability were seen to be strongly connected to prompt responses to patient
queries. “I feel that patients expect me to respond quickly when they have a query.” (Tahira, Mental
Health Pharmacist). Pharmacists also noted the importance of having time and space and not having a

rushed conversation and not being distracted during their interactions.
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Acknowledgement of patient concerns was the second factor. “Patients need to feel heard, if they feel
that they are ignored or dismissed they won’t engage and open up.” (Alice, Mental Health Pharmacist).
Emphasis was placed on the need to understand how patients with SMI might articulate their
experiences, feelings and beliefs about their illness and care. The need to show empathy and be an

effective listener were mentioned as being important contributors here.

“You need to listen carefully to what they are saying. Patients will pick up pretty quickly and
close off if you are being insincere. If they are open, you can ask about their feelings, their
experiences and how you might help. These all go a long way to showing that empathy that is
critical. Sometimes, if it is appropriate talking or sharing a little bit about your own personal
experiences and challenges of say of losing weight or stopping smoking can help too as it
provides a sense of shared experience.” (Alyssa, Mental Health Pharmacist).

Reference here to the pharmacist using their own experiences is being used as a tool to come across

as being less judgmental.

The third factor was the need to respect confidentiality and privacy. This was framed in the context of
what patients might view as difficult or sensitive topics: “A patient with SMI wouldn’t really feel
comfortable telling you how difficulties and relapses in mental health impacts on their ability to sustain
lifestyle changes in the middle of the pharmacy with others listening.” (Anahita, Community

Pharmacist).

Mental health pharmacists also mentioned the importance of being completely open and honest with

patients about potential side-effects of medication in a way that reinforced SDM.

“Many patients will often go and look up the information themselves and may access
misinformation, either way you are duty bound to be open and honest about side-effects like
weight gain or an effect on their lipids as well as signpost them to reputable sources of
information. That way patients will be correctly informed, feel armed and have a better
relationship with you in the long-term.” (Alyssa, Mental Health Pharmacist).

The fourth factor was personability and related to social and communication skills. Respondents
emphasised the need to show empathy, adopt a non-judgemental approach and avoid stigmatising
patients who may already feel marginalised. “Patients need to feel comfortable enough to ask us
anything they want without the fear of being judged or made to feel stupid, like they’re asking a silly
question. In particular, with regards to excessive weight gain for example in the context of mental
illness, where this might be due to medication or difficulties in engaging in exercise.” (Tahira, Mental

Health Pharmacist). No one pharmacist role was felt to be stronger or weaker in this area. Pharmacists
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in this study did feel that as a professional group, they were good at reading social cues as this was a
well-practiced skill used in counselling patients generally. The majority felt that as a professional group
they were “down to earth” (Alicia, Mental Health Pharmacist) and that this helped towards having
conversations with patients as it made them more relatable. One pharmacist phrased this as
“likability and relatability” (Azzam, Mental Health Pharmacist). However, this must be viewed in the

context of reflexivity, pharmacists are not likely to say that they are unliked by patients.

“If you are counselling someone about the potential impact of olanzapine or any antipsychotics on
their hunger or weight it’s really important to be able to read and respond to their body language and
the response of the patient during that conversation. They may be too polite and not tell you verbally
and directly what might be happening for them and you need to probe a bit more.” (Alicia, Mental
Health Pharmacist). Emphasis on being able to see the response of the patient speaks to the concept

of person-centred care.

The fifth factor, mentioned specifically in relation to community pharmacy, was how services were
paid for and remunerated and conflicts of interest. Linking to respondents’ concerns about being
viewed as a shopkeeper, community pharmacists mentioned that they found themselves feeling
conflicted about the need to meet commercial needs whilst at the same time being professionally
bound to be ethical. They understood how patients might also feel uneasy about how pharmacists
were paid for clinical work and providing services. “Well, if, for example, you are providing smoking
cessation advice they might think you are only doing it so you can make a sale of some nicotine
replacement products and they might think you’re getting commission or such like. Of course, that’s
not true, ethically this wouldn’t be right but | am not sure that patients fully understand that.”

(Wasim, Community Pharmacist).

The final factor was consistency of and continuity of care. Community pharmacists in this study
discussed experiencing high rates of staff turnover and hectic and busy rotas that frequently meant
pharmacists did not work the same shift patterns. Many respondents said that this could be disruptive
when trying to build trust. “It’s like you’re both starting from scratch, more so for the patient | guess.”
(Wasim, Community Pharmacist). Continuity of care issues manifested in a different way for mental
health pharmacists, as they were not able to attend ward rounds or reviews often enough, they felt
they were not always able to follow the patient journey through as patients had often been
discharged or transferred to other wards before they got a chance to get to understand their specific

needs. Also, “The rate of turnover of patients on some of our wards is quite high, they might only
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spend a week or two on the ward. If you are only able to go the ward round once every few weeks then

you might not even get to see them.” (Brigette, Mental Health Pharmacist).

Respondents frequently mentioned the importance of meeting regularly. “Patients might need to
meet you three or four times before they even feel comfortable in engaging in a discussion and opening
up.” (Anahita, Community Pharmacist). Mental health pharmacists spoke about their desires to spend
more time seeing patients regularly. “If we saw patients more often, we would be able to provide more
individualised and tailored care to meet their needs, it’s an opportunity for them (patients) to get to

know us and we could get to know them.” (Brigette, Mental Health Pharmacist).

The practice based pharmacist and the pharmacists who undertook roles as independent prescribers
spoke about their experiences which were different. “Most of my patients know me well now as | see
them regularly, we have built up a trusting relationship and they and are comfortable in talking openly

about medication and the issues that they are experiencing.” (Serena, Practice Based Pharmacist).

8.5.1 Potential or anticipated facilitators

8.5.1.2 Policies and initiatives as drivers for change

A significant number of pharmacists were aware of pressures for pharmacy to be involved in
improving care for CMR, MetS and related diseases for patients with SMI; this was driven from the
profession, the RPS, government, and NHS England. Benefits cited justifying this shift included
improved patient screening, education, outcomes, and satisfaction as well as reduced pressure on
primary and secondary cares services and improved profile and professional status for pharmacists.

Many pharmacists in this study reported that currently there were inadequate resources for this work.

Pharmacists said that they were open to, and desired to, expand their current roles. “Providing care in
these areas would contribute to job satisfaction as well as help demonstrate the worth and skills of our
profession as well as mean that we can spend more time with patients.” (Tahira, Community
Pharmacist). Community pharmacists’ made this point consistently in the interviews. As Wasim said,
“The key challenge for community pharmacists has always been how to make the transition from what
are seen as traditional roles and responsibilities, like dispensing, to integrating more person-centred

roles which involve direct interactions with patients. There’s a strong push for these services.”
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Mental health pharmacists saw these policies and initiatives as creating the potential for recruiting
more pharmacists. “Basic grade pharmacists (band sixes) could cover dispensary duties. Band seven
plus pharmacists would have more time with patients and other members of the team on the wards
and also be deployed in community mental health teams and outpatient clinics.” (Tahira, Mental
Health Pharmacist). While Alyssa noted, “Pharmacists running clinics for CMR, MetS and related

diseases for patients with SMI has been long overdue and much needed.”

8.5.1.3 Digital maturity and connectivity

A recurrent sub-theme in the transcripts related to the need for digital maturity and connectivity and
that this would facilitate effective communication between pharmacy and patients and other
healthcare team. Community pharmacy was highlighted as “..seriously lagging behind other areas of
care.” (Thalia, Community Pharmacist). As one community pharmacist aptly put it: “/ should be able to
see, document and share information in clinical records about CMR, MetS and related diseases for
patients with SMI held by other healthcare professionals including the psychiatry teams.” (Wasim,

Community Pharmacist).

As well as being seen as fundamental to safe and effective provision of care having a place in being
able to view and document full patient electronic records was seen as being indicative or symbolic of
the place of pharmacy within the healthcare team. “It would reflect the genuine integration of

pharmacists and their team into wider NHS.” (Brigette, Mental Health Pharmacist).

Absence of access to these records was seen as a barrier or limitation to community pharmacists’
interactions with patients. “Currently it feels like we speak to patients and other care professionals
unknowingly. We don’t have an adequate amount of information to have fully informed conversations.
Patients find it puzzling and get frustrated when we ask for more information from them, like we are
asking for basic information which we should already have.” (Wasim, Community Pharmacist). Having

an informed interaction would help, respondents said, to generate trust.

8.5.1.4 Desire for engagement and involvement of informal carers

A significant proportion of pharmacists interviewed said that they had little or no contact with

informal carers. They did however say that they recognised the benefits of involving them as a way,

for instance, of supporting the implementation of interventions. “We could start with the basics. For
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example, if an informal carer is looking after a patient with SMI who has diabetes who is on insulin
then we could advise on how to monitor blood glucose and administer insulin.” (Thalia, Community

Pharmacist).

Respondents also recognised the need for informal carers to understand the side-effects of
psychotropic medication as they might be the first to become aware of them and be involved in
managing the impacts on a day-to-day basis. “Patients themselves may not fully appreciate that they
are eating more than usual and that they’ve gained a significant amount of weight due to
antipsychotics. Carers might be more aware. We can advise on how they might manage this with the

patient.” (Wasim, Community Pharmacist).

Many pharmacists mentioned that a stronger link with informal carers might positively contribute to
greater trust in their relationship with patients. “Informal carers might be the only point of social
contact for patients. If we make efforts to include them then this might help overcome some of the
barriers to establishing trust between us and patients and in turn strengthen our relationship.” (Alicia,
Mental Health Pharmacist). Alicia went on to emphasise the role of informal carers when a patients’
mental health deteriorated. “If a patient is experiencing a deterioration in their mental health, then
this might impact on their ability for example, to take care of their diet or their hypertension. If the
informal carer is educated then this would help towards improving care in those situations.
Pharmacists might be able to provide this education and advice to informal carers to help them with

this.”

8.5.1.5 Advanced roles for pharmacy technicians

Around half of the pharmacists in this study discussed pharmacy technicians’ potential role in
screening for CMR, MetS and related diseases identifying three advantages. First, releasing time for
other healthcare professionals for example, nurses, pharmacists, doctors to implement interventions
and improve outcomes and efficiency. “Allocating the role of screening to the technician may increase
efficiency. Healthcare professionals would have more time with patients tackling anything detected

during screening.” (Anahita, Community Pharmacist).

Second, the face-to-face contact that community pharmacy technicians had with patients might
provide “...an opportunity to ‘capture’ patients who might not otherwise attend other primary care

services for screening. Patients have to attend the community pharmacy to collect their medication
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and the pharmacy technician might the only person they exchange words with during that collection.”

(Thalia, Community Pharmacist).

Finally, one mental health pharmacist mentioned that it would be convenient for patients and
secondary care psychiatric pharmacy technicians had been trained and took blood samples to check
full blood counts of patients with diagnosis of schizophrenia who were prescribed clozapine. “This role
could be expanded to include all bloods and weight, BMI, blood pressure. Patients have their bloods at
the same time they collect medication. Patients have told us it is convenient as they don’t have to go
for a separate clinic visit.” (Brigette, Mental Health Pharmacist). Respondents also identified a need
for additional training, accountability framework and assurance of pharmacy technicians’ abilities if

this was to be a realistic future option.

8.6 Discussion

Whilst pharmacists are delivering care for CMR, MetS and related diseases directly to patients with
SMI this represents a significantly smaller proportion of their time when compared to activities that
might be considered to provide care indirectly such as writing policies for other healthcare
professionals, undertaking audit and feedback. The literature review carried out in Chapter Two
revealed that the most effective interventions were delivered face-to-face. Other studies have also
found that he most effective interventions were delivered face-to-face by pharmacists to patients

when compared to other methods (566).

Pharmacists here reported that their work kept the patient at the centre of their goals. However, it
appears from their descriptions that the primary recipient of their knowledge and skill was another
care professional for example in providing doctors with a set of recommendations regarding the
patients care. The outcome of this professional activity may not be obvious to the patient. In this
context, there is a potential risk that pharmacy professionals may be perceived by patients and other
care professionals, as a silent partner in care and, as such, strengthen the belief encountered in earlier

chapters that they do not contribute greatly to health outcomes.

Mental health pharmacists described using reminders as the sole strategy for a significant number of
interventions for patients on inpatient psychiatric wards. Findings from the literature review show
that this approach does not result in a significant improvement in outcomes. Other literature reviews

identify alert fatigue as a possible factor and propose a strategic approach to the use of reminders

216
D. Sud, PhD Thesis, Aston University 2021



balancing the impacts on patient safety of interruptions to consultation and omitting essential
screening or clinical interventions (567). Mental health pharmacists also spoke of combining audit and
feedback with education materials as part of educational meetings for care professionals. The
literature review carried out in Chapter Two showed that use of this approach resulted in a statistically

significant improvement in some outcomes.

Further consideration of the findings, in light of the literature review carried out in Chapter Two,
indicate that there were approaches utilised by pharmacists in this study that may have significant
impact on all outcomes. Namely, the practice based pharmacist and the mental health pharmacist
independent prescriber working in the outpatient clinic. They used the following implementation
strategies: patient mediated interventions, behaviour change, face-to-face education, identification of
family support, continuity of care and revision of professional role. Identification of family support,
again highlighted by the literature review, by pharmacists occurred infrequently. The other role that
was shown in the literature review as having significant impact on outcomes that was being practiced
was mental health pharmacists working as part of the clinical MDT. The importance of pharmacist’s
presence in ward rounds has recently been highlighted by in the Royal College of Physicians Modern
Ward Rounds guidance (549), one study has shown that the presence of a pharmacist doubles the
number of impactful interventions (568). Surveys report that provision of pharmacy services varies
among hospitals in the UK, both in terms of pharmacist-to-patient bed ratio, level of expertise of
pharmacists providing services (569). Similar surveys specific to inpatient psychiatric services have not

been conducted.

The practice based pharmacist and the mental health pharmacist independent prescriber working in
the outpatient clinic represent an important focus for future care. However, it must be noted that they
are the least frequently practiced roles and less accessible to patients as the number of patients seen
in these contexts is limited to a specific caseload. Efforts and resources should be focused towards
making these roles more accessible and visible to both patients and other care professionals as well as
more prevalent. In addition, greater emphasis needs to be placed on person-centred care and
establishing trust with patients. Community pharmacy represents an important part of healthcare for
the care for CMR, MetS and related diseases but is not currently resourced or structured to allow for
the potential to be realised. Further, patients may not necessarily view it has a place to access

healthcare.
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The views on practice based pharmacists must be viewed critically in light of the published literature.
Clinical pharmacy services delivered by pharmacists working in isolation may have a negative impact
on the quality of care (570). One systematic review of practice based pharmacists highlighted the
importance of face-to-face communication and follow up with the patient's GP (165). This points to
the need for practice based pharmacists to take an interprofessional approach in GP practices.
Another systematic review (164) reported that the maximum benefits of practice based pharmacists
for patients will occur if they are fully integrated into GP practices. Integration in this review included
aspects of shared vision of collaboratively designed protocols with shared goals and visions of

interventions (164).

The WHO recognises that patients with SMI need improved access to healthcare to facilitate
recognition, diagnosis, treatment and screening of CMR, MetS and related diseases (295). Indeed, in
recognition of this a recently published study protocol outlines a RCT that aims to evaluate

effectiveness of a pharmacist-led service for patients with SMI and physical health comorbidities (560).

Of course, comparisons to the literature review in Chapter Two are limited by the small numbers of
studies that incorporated specific types of implementation strategies as well as other limitations cited
in the literature review, for example, not being able to account for the impact of concurrent

healthcare or quality improvement programmes, initiatives.

Comparing and contrasting with the literature review in Chapter Two indicate that the findings from
this study address some of the evidence gaps. First, both the practice based pharmacist and mental
health independent prescriber that were interviewed spoke about undertaking screening of waist
circumference and weight/weight change, cardiovascular and diabetes risk assessment using formal
risk assessment tools/calculators. These pharmacists also reported, although infrequently, occasions
where they had identified family and informal carers for support as well as utilising behavioural
change techniques. Second, the role and involvement of community pharmacy. And finally, although
this study did not recruit any pharmacy technicians views of pharmacists indicate their support for the

potential role of pharmacy technicians in screening for CMR, MetS and related diseases.

Referral and signposting of patients with SMI for healthy lifestyle management represents an
important part of healthcare. Pharmacists consolidate their role in triage and as a gatekeeper for
other parts of the health system. If pharmacists integrated this role with risk assessment and then

triaged patients this would contribute to greater efficiency through timely and appropriate referrals.
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For example, the pharmacist could screen and determine the risk of heart disease and diabetes,
patients at highest risk could be referred. This concept is in line with a recent guideline published by
NICE after consultation with key stakeholders including patients and pharmacists as key stakeholders

(571).

Mental health pharmacists’ views indicate their understanding and potential to adopt a SDM approach
to psychotropic medication use in individuals with SMI. However, much more needs to be done to
facilitate this practice. Translating theory into practice can, however, be a challenge. SDM is now
broadly recognised as an integral aspect of person-centred care and has become internationally an
ideal form of modern health-care ideal internationally (572,573). SDM is advocated in government
policies (574), good practice guidance (575) and healthcare initiatives to promote good clinical
practice (576). Research has reported positive impacts on patient satisfaction, treatment adherence,
health status and inequalities in health. SDM has received less attention in mental health compared

to other specialities and is more rarely practiced (577-579).

Invisible and visible interprofessional boundaries between pharmacists and doctors presented
themselves as medical dominance. The term ‘interprofessional’ refers to a type of collaboration in
which professionals work closely together in a collective and interdependent fashion (522). In contrast
to other forms of collaborative working in where contributions are sequential or parallel,
interprofessional working infers high levels of shared responsibilities, collective decision-making,
communication, and reciprocal planning. Each professionals’ contribution must be taken into
consideration in order to achieve a thorough and complete approach to interprofessional patient care

(580).

Interprofessional boundaries between pharmacists and doctors were experienced in a very direct
traditional sense of doctors refusing to engage in discussion with pharmacists which resonates with a
sense of professional superiority and medical hierarchy enacted by doctors, a form of medical
dominance. Invisible and visible boundaries contribute to conflict and tension between pharmacists
and doctors and may limit opportunities to build professional relationships. Importantly conflicts with
doctors may impact on patient and patient safety as it may delay patients receiving their medication in
community pharmacy or delay referral for assessment for CMR, MetS and related diseases. Improved
interprofessional collaboration between doctors and pharmacists has been shown to improve patient

care (581,582).
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Pharmacists experienced a denial of their professional agency and effectiveness when doctors refuse
to amend prescriptions leading to conflict. Pharmacists were left to navigate their way through
serving needs of patients and meeting their professional responsibilities and commitments without
the support of the doctors. The core principle for all pharmacists was to act in the best interests of the
patient but behaviour by some doctors leave pharmacists with little room to have reasoned
discussions. Interestingly, published literature on this topic suggests that medical dominance is
reduced if safety is kept as the main focus (583), most likely this is due respect for a greater
involvement of a broader range of health professionals in the decision-making processes that affect

patients (584).

Other factors were also identified by pharmacists which may contribute to a greater perceived
experience of medical dominance: heavy workloads and demands and organisational structures.
Resolving these would go some way to provide opportunities to build perceived healthy professional
relationships. In addition, a focus should also be placed on ways to improve pharmacists' professional
resilience. Pharmacists’ education and training should include activities that foster a greater sense of
responsibility and independent decision-making (585). Also, professional confidence to, for instance,
refuse supply or question inappropriate medication dosages and not being intimidated. Support
within regulations and from organisation should also be forthcoming in this respect. Systematic
reviews focusing on interprofessional education have found that there is no rigorous research
evidence on its effects (586-593). The evidence relating to the impact of interprofessional education

on behaviour, practice, and patients is increasing but currently limited (592).

Such behaviours by doctors also had an emotional impact on pharmacists leading to frustration, anger,
and despondency. These responses are similar to those described in responses to conflict between
healthcare professionals (594). These may be exacerbated due to a sense of loss of power pharmacists
described in trying to resolve medication issues. Evidence suggests that negative emotions may affect
cognition which may In turn result in a reduction in problem solving and decision-making (595), which

may ultimately impact on care for patients.

These boundaries and assertion of medical dominance may indirectly contribute to reduced
performance by pharmacists and effect patient safety and care. In addition, experience of negative
interactions and the related emotional responses may result in pharmacists avoiding situations where
these are likely to occur (596) and therefore being less proactive with impact on patient safety.

However, pharmacists in this study maintained a level of enthusiasm and desire for greater
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collaboration and opportunities to establish healthy communication channels and build trust and
relationships with patients and other care professionals. Findings in this study here are supported by
reviews that report that more focus and effort is needed to improve relationships between
pharmacists and doctors (597,598). This is critical for development of new services and roles and
patient safety ultimately patient safety. Friction and conflict within interprofessional boundaries are
not easily reconciled with the ideals of shared responsibilities, collective decision-making,

communication and reciprocal planning necessary for interprofessional working (597,598).

A key predictor of whether a behaviour is performed is self-efficacy; confidence in one’s own ability
(599). Pharmacists reported a lack of confidence in two areas. First, in delivering interventions for
prevention of CMR, MetS and related diseases and lifestyle modification. Second, across the mental
health physical health divide and this was linked to education and training; mental health pharmacists
in this study said they lacked knowledge and therefore experience and confidence delivering
interventions for CMR, MetS and related diseases, whereas community pharmacists and the practice
based pharmacist said they lacked confidence in patients with SMI. Frequent mention was made of
the need for education and training in these areas. Other studies have reported that pharmacists
report low levels of self-efficacy and perceived need for education and training in prevention of CMR,
MetS and related diseases and lifestyle modification (600-602) and community pharmacists in
patients with SMI (603). The findings here also illustrate that pharmacists do not appear to be
delivering interventions for prevention of CMR, MetS and related diseases and lifestyle modification in
routine pharmacy practice. Also, supporting literature found was exclusively within the context of
community pharmacy (600-603). There is a pressing need for research on the role of mental health

pharmacy and hospital pharmacy.

There was no evidence of stigma towards mental illness amongst the pharmacists interviewed.
Respondents emphasised the need to show empathy as well as taking a non-judgemental approach
and avoiding stigmatising patients. However, pharmacists who have these views might not self-report
or be aware that the views they hold are stigmatising. But worries about stigma towards mental health
were discussed by care professionals (Chapter Seven) and informal carers (Chapter Five). Objective
assessments would be needed to truly determine whether it exists or not. One of the themes
identified as part of qualitative research study conducted with 13 patients with mental health
diagnoses including schizophrenia and bipolar affective disorder (604) was that self-stigma can impede
patients’ engagement with community pharmacy. The presence of stigma towards patients with

mental illness in the community pharmacy setting has been widely reported (604-609). One study
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reported that community pharmacists who hold greater stigmatising attitudes were less willing to
provide care for patients with SMI (605). Stigma is thought to result from lack of knowledge, negative
attitudes, or prejudices, and resulting discriminatory behaviour. Lack of knowledge about mental

health medication amongst community pharmacists is widely reported (606,610-614).

In one study stigma was found to be lower amongst community pharmacists who reported personal
experience with mental illness (610). Experiential-oriented educational opportunities may be
beneficial in tackling mental health stigma in community pharmacists (610) this may be because this
educational approach reduces misunderstanding and fear about mental iliness (615,616). However, a
recently published RCT reported that exposure of community pharmacist to patients diagnosed with
schizophrenia had no significant effect on the baseline stigma score using an objective stigma scoring
tool, this tool was developed as part of the study itself (617). Qualitative research with patients and
carers about their involvement in pharmacy undergraduate education has been conducted (618). This
study highlighted that pharmacists’ understanding that each patient is an individual, and listening and
giving time might improve the interaction of pharmacists with patients (618). The findings of this
research also place emphasis of the importance of pharmacist’s understanding of the broader impacts

of side-effects of psychotropic medication and weight and conversations about these.

Respondents emphasised earned trust rather than relying on their professional role. Some recently
published evidence focused on doctors suggests that public trust in healthcare professionals has
declined and that there is a need to earn trust rather than assuming it is conferred (619,620).
Conferred trust is trust that is applied to an entire social category and therefore becomes a privilege
given by an individual to another group of individuals (621,622). This is given without necessarily
having any or having little knowledge about the characteristics of the individual that trust is being
given to (621,622). Earned trust, in comparison, is underpinned by lived interpersonal experiences
and interactions which occur, as discussed by pharmacists in this study, over a period of time, in which
reliability, ability and truth are necessary (621,622). This was illustrated by the emphasis interviewed

pharmacists placed on actions being more important than words.

The heightened vulnerability and uncertainty of mental illness and treatment (623) may account for
the increased difficulty in establishing trust with mental health patients that pharmacists alluded to.
Factors identified from the data that are important in establishing trusting relationships might also be
those that are important in providing good and effective care. Other published literature supports the

view that visibility (624), accessibility (624,625), and availability (624) are important. This is consistent
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with findings in other parts of this research as it was described as the first step to having a face-to-face
discussion. Mental health pharmacists discussed the importance of being duty bound to be
completely open and honest with patients, where appropriate, about potential side-effects of
medication, like weight gain and signpost patients to reputable sources of information — this links trust

with patient safety.

As well as visibility, accessibility, and availability six other factors were identified by respondents:
acknowledgement of patient concerns, honesty, personality, remuneration (community pharmacy),
patient understanding and awareness of pharmacist education, training and regulations and
consistency and continuity of care. However, other factors identified as sub-themes, such as self-

efficacy, may also be important.

The role and importance of trust in healthcare has been widely discussed and said to be an under-
researched area (626). One study reported that trust may play a critical role in medication
management in mental health (437) and leads to more open communication about medication (437).
The majority of existing research has explored the relationship between doctor and patient
relationship and is descriptive in nature (627,628). The issue of trust between nurses and patients
trust is often framed as it being a central part of care (629). Further, guidance for nursing staff point
to earned trust and emphasise the role of emotional connection achieved through the provision care

and this as the principle facilitator for establishing, building and maintaining trust with patients (630).

Trust between pharmacists and patients is less well studied and largely focused on community
pharmacy. The widely quoted trope ‘pharmacists are one of the most trusted health professionals’
citing polls such as Gallup (631,632) needs further critical reflection. Community pharmacists in this
study discussed that they felt that they were trusted to dispense medication safely but that patient
trust in their abilities to perform other tasks is limited or non-existent. Mental health pharmacists and
practice based pharmacist views on patient’s perceptions of their role is also limited. So greater

clarification of what type of pharmacists are trusted to do what activities is needed.

Communication skills and technical competence were suggested by community pharmacists in one
study conducted in the United Arab Emirates as antecedents of trust formation (633). In another study
a lack of understanding and trust in the pharmacist's role were suggested as factors that might

undermine the new roles by pharmacists (436). Much of this literature reinforces the findings of this
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study and could signpost a larger study to identify and model the factors that are critical in trust

between patients and pharmacists.

Pharmacists reported they were enthusiastic, willing, and supportive of policies and initiatives that
advocated for an increased involvement of pharmacists in CMR, MetS and related disease in patients
with SMI. Consistent with other studies, a range of advantages across the healthcare system were
associated with such an extended role: reduced pressure on primary care (379,558), improved patient
outcomes (634) and increased job satisfaction (635). However, consistent with other studies,
respondents were concerned about funding and resources (636) and balancing new roles or making

the transition from a traditional dispensing (637).

The call for digital maturity and connectivity, particularly within the context of community pharmacy is
not new. Since at least 2015 the RPS has pressured for community pharmacy to have read and write
access to patient records (638). In April 2017 community pharmacy access to the summary care
record (SCR) was granted (439), this allows read only access to a limited amount of information about
a patient such as allergies, adverse reactions, current and past medication history. It is populated with

data from the GP record.

Findings of an NHS data analysis carried out by the Pharmaceutical Journal published in 2018 (639)
reported that approximately 85% of community pharmacies did not access the SCR at all over a typical
week so it might be more than just an issue of connectivity. Further, around one in ten (1,261) of the
11,659 pharmacies that were registered to access SCRs did so more than twice per week (639). An
accompanying narrative reported that pharmacists stated they did not need to access it in order to
carry out their day-to-day roles (639). These findings are at odds with the findings from the
pharmacists interviewed here and requires further research of a large sample of community

pharmacists.

Despite the critical role that informal carers play in supporting patients with SMI (106) active
engagement was not a routine part of pharmacists’ reported practice. A recent review of guidelines
and qualitative study with pharmacists and informal carers (640) published in 2016 explored how
pharmacy services can more effectively meet the medicines-related needs of carers. This study
identified that pharmacists (more than other healthcare professionals) need guidance on how to
support informal carers and highlighted (640) key issues relating to the context of care settings.

Community pharmacists, unlike other healthcare professionals, may see carers alone, for example, if
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the patient is housebound and they commonly work in isolation without an MDT. More recently a
realist synthesis published in 2020, reported that informal carers find medication management
challenging and burdensome particularly where complex medication regimes are concerned (641).
Furthermore, practitioners including pharmacists need to be aware of this potential challenge and its

impact on daily lives, and work informal carers to reduce these burdens (641).

In addition, unlike hospital pharmacy teams, community pharmacy teams do not have formal
procedures for identifying carers. They also do not have access to systems maintained by other
healthcare professionals or organisations to find this information. This was identified in interviews in
this study as a barrier to interaction with patients but might equally act as a barrier for interaction
with informal carers (477,642,643). Carers may use several pharmacies and patients may have
multiple carers. Hospital pharmacists, unlike a community pharmacist, may see patients and carers

together thus facilitating the triangle of care.

Effective workflow is a key determinant of efficient delivery of healthcare (644) and proficient support
staff enable clinicians to focus on patient care. Pharmacy technicians make up the bulk of support
staff within community and hospital pharmacies and traditionally the bulk of their role has consisted
of assisting pharmacists in the supply of medication. More recently, pharmacy technicians have taken

on new professional roles including final accuracy checking and medicines optimisation.

Evolution of these new roles has occurred in particularly within the UK hospital pharmacy sector as a
result of advancements in information technology and the drive for pharmacists to spend more time
on person-centred care (645). Indeed, one hospital pharmacist mentioned in their interview that
within their hospital trust pharmacy technicians were routinely taking blood samples from patients
with a diagnosis of schizophrenia. There is limited evidence on the impact or effectiveness of
pharmacy technicians undertaking screening for CMR, MetS and related diseases. In one study
conducted in the USA technicians were trained to measure blood pressure to support patients with
hypertension (646) but aspects and impact relating specifically to pharmacy technicians were not
reported. Although outcomes have not been thoroughly researched reports of pharmacy technician’s

involvement in taking blood tests also appears elsewhere (647,648).

Consistent with potential advantages cited by respondents in this study, two studies (647,648)
reported significant cost savings and an increase in time available to pharmacists for patient-centred

work. However, these were pilot studies conducted in specific hospitals without robust study
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methodology and not published in peer reviewed journals. Despite repeated attempts no pharmacy
technicians agreed to take part in this study. Further exploration of their views on providing care for

patients with SMI is needed as there currently appears to be no published evidence.

8.7 Chapter summary

Pharmacists’ understanding of the lived experience of patients is limited because of the frequency,
depth, type, and nature of their interactions. Specific pharmacist roles are associated with more in-
depth interaction: mental health pharmacists working as part of a ward MDTs, mental health
pharmacist independent prescribers working in outpatient clinics, practice based pharmacists and
some aspects of community pharmacist roles. All of these roles utilise face-face interactions. Some
aspects of community pharmacist roles as these utilise face-to-face interactions with patients. These
were perceived by pharmacists as being more likely to have a significant impact on outcomes for
patients with CMR, MetS and related diseases and SMI. The systematic review reported in Chapter

Two showed that face-to-face interactions had a significant impact on outcomes.

However, all pharmacists agreed that mental health pharmacists and practice based pharmacists were
the least accessible and visible to patients and other care professionals and this was not an aspect fully
considered in the published evidence reviewed. Greater attention should be placed on positioning
pharmacists/pharmacist roles that have the greatest impact so that they have more face-to-face

interactions with patients and informal carers.

The most important findings from this chapter are that discussions about pharmacists’ relationships
with patients were underpinned by the need for trust and that discussions about relationships with
doctors were hampered by invisible and visible interprofessional boundaries, while relationships with
informal carers were limited because by a lack of interaction. Practice based pharmacists and pilot

projects led by pharmacists were not commonplace and require further exploration.

Shared physical space and relationships with pharmacists is critical for promoting interprofessional
worki