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INTRODUCTION

People living with a diagnosis of psychosis have depleted social networks (1); a picture which
is already evident at the first episode stage (2). The development of any psychotic illness (e.g.,
schizophrenia) will significantly and adversely impact multiple areas of a person’s life and
functioning, and leave many in socially marginalized positions, excluded from peer groups, and
educational and employment opportunities (3, 4).

The vast majority of people living with psychosis reside in community based settings and receive
the bulk of their care and support from informal carers, who are typically close relatives (e.g.,
parents, partners, children, siblings). Informal carers have long been recognized for the vital role
they play in supporting patients with psychosis to recover, and their role in improving a broad
range of outcomes (5). Such outcomes include reducing rates of relapse and need for inpatient
care (6), and improving engagement in and outcomes from prescribed treatments (7, 8). For many,
the time spent in caregiving duties can often exceed those recorded for a full-time job (9). Family
carers are often the first to observe signs of deterioration in their relative’s psychiatric health (10)
and play an instrumental role in mobilizing appropriate service responses and treatments (11).
Interestingly, recent developments in the literature have also highlighted that life expectancy in
patients is significantly elevated in those with carer support compared to those without (12, 13).
Reininghaus and colleagues, for example, completed a 10 years follow up of first episode psychosis
cases in England. Their results suggested that patients with families were 90%more likely to be alive
at follow up (i.e., less likely to have experienced a death attributable to unnatural cause e.g., suicide),
compared to peers without no documented family support (12). Ran et al. (13) who assessed
families living in China observed that over a 14 years follow up period, it was patients with family
support who had improved survival rates at 70.9% compared to rates of 47.5% for those without
support.

CAREGIVING AND PATIENT PHYSICAL HEALTH

There is an extensive body of literature documenting elevated rates of physical health comorbidity
in people with psychosis and other severe mental illnesses (SMI) (14–16), and their significantly
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reduced life expectancy rates compared to the general
population (17–19). This gap is reported to be increasing
(20) with some studies reporting a range between 10 and 30
years (14).

Though rates of deliberate self-harm and suicide are elevated
in SMI (21); for the majority of people, the excess mortality rates
are attributable to avoidable and treatable conditions that have
modifiable lifestyle risk factors (e.g., sedentariness, tobacco use)
(22–24), and inequality in access to healthcare and treatment
(25). However, despite the role played by family carers in helping
to optimize recovery outcomes for patients, carer experiences
of patient physical health comorbidity in psychosis and other
SMI have been largely overlooked by researchers and clinicians
alike. To date, there have been only a handful of studies that
have purposively sought the perspective of carers on matters
related to patient physical health (26–29). Findings from our
group (26), which were based on a combination of individual
and group interviews with carers of adults with long-term
psychosis, highlighted carers’ exposure to a broad range of
physical health conditions in patients. These included cancer
and sexual health problems, alongside more frequently reported
conditions of poor diet/high body mass index, diabetes, smoking
and respiratory related concerns, and poor oral health. Five
key themes capturing carers’ experience of physical problems
in patient groups were extracted from interviews. The themes
focused on carers’ perception and subjective experience of
gaps in service provision for relatives with psychosis and
concomitant physical health conditions, and the carer’s role
in meeting unmet service needs, including going to fitness
classes with their relative. The identified themes also centered
on the difficult conversations carers often found themselves
having with their relative on physical health matters such as
smoking cessation, dietary choices/weight management, seeing
a general practitioner, how such conversations affected the
quality of their caregiving relationship, and the consideration
and forethought that preceded decisions to facilitate discussions.
The impact of patient physical health on carers’ own health
and well-being were also noted as an important theme (26).
Similar work from Happell and colleagues in Australia (27),
as part of their qualitative investigations with a broad range
of mental health carers, also highlighted the impact of patient
physical health on carer health status. Their findings also
identified a theme that reflected carers’ beliefs about the
fusion of mental and physical health problems. For example,
it included concerns of how medication side-effects led to
physical health problems (e.g., weight gain) which, in turn,
impacted their mental health and ability to engage in strategies
to improve their physical health. Lawn et al. (28) interviewed
12 family carers on their experiences of patient smoking
behaviors. The results illustrated carers’ struggles and perceived
responsibilities for managing patient physical health, their
own accommodation and facilitation of patient smoking, and
the dissonance they experienced over their accommodation
behaviors and their understanding of the negative health
implications of smoking.

Though there will be overlapping features with other SMI
conditions (e.g., BPAD), and with physical health problems that

occur independent of co morbid severe mental health problems,
the unique presentation of psychosis in an individual which, for
many, can include the experience of paranoia, suspiciousness,
hallucinations, and affective and cognitive disturbance, will
impact their ability to communicate clearly and effectively with
others. For example, hallucinatory experiences and paranoia
can render it difficult for patients to first identify problems,
articulate concerns or changes in their physical health and/or
attribute changes in their functioning to possible physical health
factors. Likewise, their style and patterns of communication (e.g.,
thought disorder) might increase the likelihood that others might
misunderstand their communications. Patient symptomatology
can also interfere with a carer’s efforts and confidence to
approach physical health issues in relatives through underlying
concern and experience that their communications, behaviors,
and intentions might be misunderstood and/or cause upset.
Carers can find themselves feeling individually responsible for
policing or modifying patient unhealthy behaviors and also
accommodating behaviors to maintain calm and equilibrium
(28). Given the complexity of patient symptoms, some carers
might consider that in the “grand scheme” of things, trying
to address the physical health issues faced by their relative
are secondary to meeting the immediate challenges presented
by their mental health problems [e.g., (9, 30)]. For example,
if their relative is socially isolated with minimal activities
and feelings of joy during the day, then encouraging their
relative to refrain from consuming a favorite, yet calorific/low
nutritional value, food item or smoking a cigarette can seem
difficult to implement as it might mean their relative is
left with no positive experiences during the day. It is these
additional layers of complexity within the caregiver role and
caregiving relationship that have been overlooked within the
literature and, consequently, carers have been left to navigate this
difficult terrain themselves without support and evidence driven
guidance.

CARER AND PATIENT HEALTH

In comparison to the general population, poorer health status,
including sleep disturbance, are also elevated in carers of patients
with SMI (31–34), and patient physical and mental health
problems have been linked to carer’s poorer physical health
(9, 26–28). Perlick et al. (32) reviewed the health status of 264
carers of people living with bipolar and psychosis spectrum
disorders. The results highlighted that, in the preceding 5
years, approximately two thirds of carer participants reported
experiencing health conditions such as hypertension and
diabetes, and one third experienced at least two serious physical
health conditions. The need for clinicians and researchers to
extend discussions and service initiatives on patient physical
health to incorporate carer needs are indicated. More recently,
Poon et al. (33) assessed the mental and physical health status
of 42 carers of patients with first-episode psychosis in Australia.
Approximately one quarter of carers had high risk for Type 2
diabetes, one third had hypertension and just under 80% were
overweight.
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RECOMMENDATIONS FOR IMPROVING

PHYSICAL HEALTH OUTCOMES IN SMI:

SUPPORTING THE ROLE OF CARERS

In the United Kingdom, current treatment guidance
recommends regular physical health monitoring in people
with SMI (35, 36). However, monitoring rates can be variable
(37) and the role played by carers in supporting these guidelines
is unknown. Strategies to improve patient physical health have
failed to acknowledge an ever expanding role carers adopt
in supporting relatives, directly and indirectly, with their
physical health (e.g., remembering appointments, escorting
relatives to appointments, rebooking missed appointments,
paying for gym membership). In light of emerging evidence,
we argue that discussions on optimizing patient physical health
and ensuring parity of esteem in physical and mental health
provision must consider the role of carers, the impact of
patient health on carer health and well-being and the caregiving
relationship, and to consider what roles, (if any), carers might
want in supporting improved physical health outcomes in
patients.

The available literature suggests that mental health carers
can all too often feel marginalized by service providers (38, 39)
despite their reported need to be more involved and treated as
partners in patient care, where their unique roles and expertise
are recognized (40, 41). Though there are no specific guidelines
on how best to support carers to address and cope with the impact
of physical health comorbidity in SMI, the literature does offer
some helpful indications. We already know that carers report
a lack of information about physical health issues in psychosis
and welcome opportunities to improve their understanding
(26). It is conceivable, therefore, that carers might benefit
from:

a. recognition of their caring role, knowledge and expertise about
the patient, and their particular needs for information and
support regarding physical health comorbidity,

b. psychoeducation interventions, from first onset, about what
constitutes good physical health and identifying factors that
help to encourage good health,

c. specific guidance on facilitating positive styles of
communication on sensitive health issues (e.g., weight),

d. guidance on strategies (i.e., small, feasible) that could
be used to promote improved patient health status. The
strategies should be tailored toward the needs of a caregiving
relationship and consider how psychosis can affect patient
perceptions of events, people, and communication,

e. greater awareness of the research underpinning the global
focus on decreasing physical health morbidity in SMI. This
should be delivered with a balanced message of hopefulness
and the potential for positive change and improvement
avoiding the negative impacts of research and health
messages focused exclusively on excess mortality and poorer
outcomes.

Finally, there is an established evidence base detailing the broader
impact of patient mental health problems on carer functioning
such as burden (34, 42). However, amore nuanced understanding
of how patient physical health problems interact with and impact
carer health would seem a fruitful direction to follow [e.g., (31–
34)]. Strategies to ensure carers have opportunities to reflect
on the subjective impact of patient multi-morbidity on their
own well-being and to access support in identifying adaptive
coping and health management strategies (e.g. consulting with
their own primary care physician, stress management, lifestyle
interventions to maintain their own physical health) could be
beneficial (43). These recommendations remain consistent with
treatment and best practice guidance for providing carer focused
interventions in SMI (35).

CONCLUSION

Informal carers are providing the bulk of care for people living
with psychosis and many will reside in the same household and
are therefore important figures in a patient’s social network.
Patient outcomes, including life expectancy, are enhanced where
there is carer support and involvement, and overall care
costs are reduced. There are sound clinical and economic
arguments for the informal carer (family) perspective to be
sought on discussions and strategies to develop and implement
lifestyle interventions for improved patient physical health in
SMI. These arguments remain strong given that carers are
uniquely placed in the patient’s immediate environment to
impact change in patient environment and lifestyles. Carers
want holistic and integrated approaches to patient care that are
robust enough to take account of complex comorbid clinical
presentations, and for this to occur irrespective of whether
patients access mental or physical health services. Patient well-
being, including optimal levels of physical health as part of
that, are outcomes of interest and importance for carers. We
have reached a stage where a more detailed understanding of
carer needs, specifically as they relate to physical comorbidities
in patients and their contributions to improving outcomes, are
required.
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