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review of qualitative research
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Jodi Ventre®, Miles D. Witham™?, Avan A. Sayer*> and Rachel Cooper*”

Abstract

Background Multiple long-term conditions—the co-existence of two or more chronic health conditions in an indi-
vidual—present an increasing challenge to populations and healthcare systems worldwide. This challenge is keenly
felt in hospital settings where care is oriented around specialist provision for single conditions. The aim of this scoping
review was to identify and summarise published qualitative research on the experiences of hospital care for people
living with multiple long-term conditions, their informal caregivers and healthcare professionals.

Methods We undertook a scoping review, following established guidelines, of primary qualitative research on expe-
riences of hospital care for people living with multiple long-term conditions published in peer-reviewed journals
between Jan 2010 and June 2022. We conducted systematic electronic searches of MEDLINE, CINAHL, PsycInfo,
Proquest Social Science Premium, Web of Science, Scopus and Embase, supplemented by citation tracking. Studies
were selected for inclusion by two reviewers using an independent screening process. Data extraction included study
populations, study design, findings and author conclusions. We took a narrative approach to reporting the findings.

Results Of 8002 titles and abstracts screened, 54 papers reporting findings from 41 studies conducted in 14 coun-
tries were identified as eligible for inclusion. The perspectives of people living with multiple long-term conditions (21
studies), informal caregivers (n=13) and healthcare professionals (n=27) were represented, with 15 studies reporting
experiences of more than one group. Findings included poor service integration and lack of person-centred care, lim-
ited confidence of healthcare professionals to treat conditions outside of their specialty, and time pressures leading
to hurried care transitions. Few studies explored inequities in experiences of hospital care.

Conclusions Qualitative research evidence on the experiences of hospital care for multiple long-term conditions
illuminates a tension between the desire to provide and receive person-centred care and time pressures inherent
within a target-driven system focussed on increasing specialisation, reduced inpatient provision and accelerated
journeys through the care system. A move towards more integrated models of care may enable the needs of people
living with multiple long-term conditions to be better met. Future research should address how social circumstances
shape experiences of care.
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Background

Multiple long-term conditions (MLTC)—the co-exist-
ence of two or more long-term conditions in an indi-
vidual—are becoming more common, with far-reaching
consequences for populations and health services world-
wide [1-3]. Although the definition and operationalisa-
tion of the concept of MLTC is highly variable [4] and a
need for greater consistency has led to recent efforts to
reach a consensus [5], the term MLTC is generally under-
stood to be the experience of at least two long-term
health conditions of long duration, including non-com-
municable diseases, infectious diseases and mental health
conditions [2].

Inconsistencies in the definition and characterisation
of MLTC have led to major variations in prevalence esti-
mates [4, 6]; however, it is estimated that one in four of
UK adults live with MLTC [7, 8] and that prevalence is
increasing. The proportion of British adults aged over
65 years with MLTC is predicted to rise from 54% in 2015
to 68% by 2035 [9]. Multi-country studies suggest simi-
larly high prevalence of MLTC in other high-income set-
tings, with MLTC in low- and middle-income countries
advancing towards equivalent levels [10, 11]. The accu-
mulating evidence of the current and anticipated scale of
MLTC, and their impact on quality of life and demand for
healthcare, have led to calls to prioritise MLTC research
[2].

People living with MLTC are more likely to experience
lower quality of life, lower healthy life expectancy and
poorer health outcomes than people with no or a sin-
gle long-term condition [12, 13], and there is a growing
awareness that clinical education, evidence-based guide-
lines and health services, typically oriented around sin-
gle conditions, are fundamentally unsuited to the needs
of this population [14—16]. This can be keenly observed
in secondary and tertiary care, which, in recent years,
have been characterised by greater specialisation [17].
While improving care and outcomes for single condi-
tions, an increasing focus on specialised care may hinder
the development of coordinated care able to address co-
existing conditions in people with MLTC.

Recognising the need to better understand hospi-
tal care for MLTC, there is an important role for stud-
ies that can elucidate the lived experiences of receiving
or delivering care. We therefore chose to focus in this
review on qualitative research which, while encompass-
ing a wide variety of methodological approaches and tra-
ditions, is characterised by the aim of producing a rich
understanding of the ways in which people perceive and
interpret social phenomena [18, 19]. Existing systematic
and scoping reviews have captured aspects of the expe-
rience of MLTC care from the perspectives of general
practitioners [20] informal caregivers [21] and patients
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[22], while others have focussed on specific aspects of
care such as coordination and integration [23, 24]. How-
ever, no reviews known to the authors specifically explore
and present the experiences of hospital care delivery
and receipt from the perspectives of people living with
MLTC, informal caregivers and healthcare profession-
als. To address this important gap, we undertook a scop-
ing review to identify the breadth of relevant literature,
describe the key concepts explored and highlight gaps in
the knowledge base [25, 26].

In line with the core objectives of scoping reviews
[27], we specifically aimed to address the following three
research questions:

(1) What is the nature, range and extent of published
qualitative literature exploring hospital care expe-
riences of people living with MLTC, informal car-
egivers and healthcare professionals?

(2) What experiences of hospital care have been
reported in the literature?

(3) What gaps exist in the knowledge base that might
be addressed by future research?

Methods

Our approach to the review was informed by Arksey and
O’Malley’s scoping review framework [25] and recently
updated guidance on scoping review methodology [26].
In line with these frameworks and guidelines, a protocol
was created which pre-specified the inclusion and exclu-
sion criteria for the review (see Additional file 1) [4, 25,
28-34]. This scoping review was reported according to
the Preferred Reporting Items for Systematic Reviews
and Meta-Analyses extension for Scoping Reviews
(PRISMA-ScR) [34].

Searching for relevant studies

Seven databases were searched systematically to identify
eligible studies. The search strategies were formulated
and executed by a medical librarian (LE) using the PICoS
(Population-Phenomenon of Interest-Context- Study
type) framework (see Table 1).

The search strategy involved combining both subject
index and keyword terms covering the following con-
cepts: MLTC, secondary care and qualitative research.
Full details of the search strategies can be found in Addi-
tional file 2. The following databases were independently
searched from 1st Jan 2010 to 22nd June 2022: Medline,
Embase and PsycINFO (via OVID), Web of Science,
Scopus, CINAHL via EBSCO, and Social Science Pre-
mium via Proquest. We opted to restrict the date to 2010
onwards as, given regular restructuring of hospital ser-
vices and the increasing prevalence of MLTC, we wished
to identify studies that reflected experiences most likely
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Table 1 Population-Phenomenon of Interest-Context-Study (PICoS) framework

P Population

| Phenomenon of Interest
Co Context
S Study type

People with experience of multiple long-term conditions (MLTC; includ-
ing both physical and mental health conditions) as patients, family mem-
bers and friends who provide support, or staff delivering care

Experience
Hospital care
Qualitative

to be relevant to the current context of hospital care.
Study titles and abstracts were uploaded to systematic
review management software (Covidence) where they
were deduplicated and screened against inclusion and
exclusion criteria (see Table 2). Consistent with scoping
review methodology [26], published studies were not
excluded from the review on the basis of poor methodo-
logical quality.

Screening of titles and abstracts was carried out inde-
pendently by six members of the review team (SB, LE,
KBD, AR, JV, RC) with two reviewers screening each
record. Any uncertainty or disagreement about inclusion
was resolved through in-depth discussion between SB
and RC. The reference lists of eligible studies and results
from forward citation tracking were screened to identify
additional articles.

Once eligible studies had been identified, a data extrac-
tion chart (see Additional file 3) was created follow-
ing discussions among three authors (SB, RC, TS) and
populated by one author (SB). Extracted data included
author(s), year of publication, journal, definition of
MLTC, theoretical framework, aims, methods, setting,
health conditions, participants, findings, and author con-
clusions. In line with established methodological guid-
ance from Arksey and O’Malley [25] and Peters et al.
[26], we did not conduct formal critical appraisal of the
included studies.

Collating, summarising and reporting results

Using the data extracted, studies were categorised
according to country of origin, diagnosis-specific and
non-diagnosis-specific research and perspectives of

Table 2 Inclusion and exclusion criteria

participants (people living with MLTC, informal car-
egivers and healthcare professionals). Consistent with
recent guidance on scoping review methodology [26], the
results are summarised narratively rather than analysed
thematically.

Results

Overview of studies

We screened 8002 records from electronic database
searches and a further 1613 records identified through
citation tracking (see Fig. 1). A total of 54 papers
[35—88] met the inclusion criteria for the review and
these reported on findings from 41 unique studies (see
Table 3 for a summary of these papers).

The studies were conducted in 14 countries, with the
majority from the UK (9 studies, 14 papers) and Canada
(6 studies, 8 papers). Four studies were conducted in low-
and middle-income countries (Bangladesh, Iran, Pakistan
and South Africa) with the remainder from high-income
countries in Western Europe, Northern America or Aus-
tralasia (Table 4). The key concepts underpinning stud-
ies were notably similar, despite the various contexts in
which the studies were undertaken. Where there were
clear differences between healthcare conditions, coun-
tries, or the perspectives of people with MLTC, informal
caregivers or healthcare professionals, these are noted in
the findings.

Around half of the studies (n=21/41, 51.2%) were not
diagnosis-specific, designating participants to be eligible
on the basis of living with, informally supporting or deliv-
ering care for people with MLTC, or on the basis of diag-
nosis with at least two of a wide range of conditions. The

Inclusion criteria

Exclusion criteria

Primary qualitative studies (or mixed methods studies with a qualitative
component) that report evidence relating to hospital care for people living
with MLTC, informal caregivers, or care professionals

Studies published from 1st Jan 2010
English language

Quantitative research studies, intervention studies, study protocols, con-
ference abstracts, or literature reviews

Studies with a focus on everyday life or self-management of MLTC

Studies where study participants are recruited on the basis of older age
rather than MLTC

Studies undertaken exclusively in primary care settings
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Fig. 1 PRISMA flow diagram

other papers were diagnosis-specific, recruiting on the
basis of two specified conditions (e.g. cancer and demen-
tia; psychosis and diabetes) or a specified single condition
with additional morbidities (e.g. HIV and multimorbidi-
ties; diabetes and multimorbidities), the latter grouping
often being described as comorbidity. These study char-
acteristics are summarised in Table 5. The age of partici-
pants living with MLTC, where a range was reported, was
between 23 and 100 years. A total of 15 studies (36.6%)
explicitly used age as an orienting concept in their stud-
ies, aiming to understanding the experiences of “elderly”
or “older” patients.

When exploring the perspectives of a single partici-
pant group, the majority of studies focussed on health-
care professionals (n=17; 41.5%) compared with seven
studies exploring solely the perspectives of people living
with MLTC (17.1%) and two studying only the perspec-
tives of informal caregivers (4.9%). Five studies explored
views of both people living with MLTC and their car-
egivers (12.2%), while four (9.8%) focussed on people
with MLTC and healthcare professionals, and one on
informal caregivers and healthcare professionals (2.4%).
Finally, five studies (12.2%) collected data on the perspec-
tives of all three participant groups. Data collection was
predominantly solely via interviews with a single person
or dyad (n=26; 63.4%) with some studies using focus

groups (n=7; 17.1%), or a combination of data collec-
tion methods, often including observation (n=6; 14.6%).
Most studies had a cross-sectional design (n=33; 80.5%)
with longitudinal designs including ethnographies (n=4;
9.8%) or repeated interviews (n=4; 9.8%). Sample sizes
ranged from 5 to 116 for people living with MLTC, 2 to
33 for informal caregivers, and 5 to 65 for healthcare
professionals. Professions represented included nurses
(n=21 studies; 51.2%), medical staff (n =20; 48.8%), allied
health professionals (n=6, 14.6%), social care staff (n=3;
7.3%), pharmacists (n=2; 4.9%), policy makers (n=1,
2.4%), or small numbers of other staff supporting peo-
ple with MLTC in hospital settings such as chaplains or
transport officers (n=9; 22.0%).

A wide range of qualitative approaches were employed
in the studies. Although the majority used generic quali-
tative designs that did not appear to adhere to a par-
ticular methodology (n=25; 61.0%), other approaches
included ethnography (n=4; 9.8%), grounded theory
(n=4; 9.8%), and phenomenology / interpretative phe-
nomenological analysis (n=3; 7.3%). A small number of
studies (n=6; 14.6%) employed other methodological
techniques including narrative approaches, case stud-
ies, and analysis of open-ended questions from in-per-
son survey interviews. One study reported two designs.
Studies largely did not state any underpinning theoretical
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Table4 Country of origin of included studies ordered

alphabetically by number of studies and papers

Country Number Number Reference numbers of
of studies of papers papers

UK 9 14 [39,44, 49, 55-59, 74-77,

83,87]

Canada 6 8 [38,45, 50, 64-66, 79, 82]

USA 5 5 [46, 54, 69, 73, 85]

Australia 4 5 [47,53,63,71,72]

Denmark 4 5 [36,37,52,78,84]

Sweden 3 3 [51,60,61]

Norway 2 3 [67,68,70]

Switzerland 2 2 [35, 40]

South Africa 1 3 [41-43]

[ran 1 2 [80, 81]

Bangladesh 1 1 [62]

Ireland 1 1 [48]

Pakistan 1 1 [88]

The Netherlands 1 1 [86]

framework; for those that did, the Theoretical Domains
Framework (n=2; 4.8%), socio-ecological framework
(n=2; 4.8%), and Health Outcomes Model (n=1; 2.4%)
guided the work. Similarly, few studies made reference
to an underpinning philosophical or social theoretical
stance; those that did cited phenomenology (n=3, 7.3%),
symbolic interactionism (n=2, 4.8%), interpretivism
(n=2, 4.8%), pragmatism (n=1; 2.4%), or Bourdieusian
theory (n=1; 2.4%).

Approaches to defining MLTC

The diagnosis-specific studies described the particu-
lar conditions they were exploring. Among the studies

Table 5 Health conditions studied

Page 15 of 23

that were not oriented around specific diagnoses or that
stated a range of conditions (#=21), the most common
definition of MLTC given was two or more chronic con-
ditions in an individual (n=9, 42.9%). One study used the
definition of one or more chronic illness [64], although
recruited participants with multiple conditions. Eleven
studies involving non-diagnosis-specific populations
(52.4%) did not enumerate health conditions, referring
instead to polypharmacy, patient complexity, or mak-
ing broad reference to multiple chronic conditions. Four
studies (9.8%) provided a list of conditions in their par-
ticipant inclusion criteria.

A few research teams qualified their definition of
MLTC, referring to the duration of the conditions [65],
the need for medical management [65, 82], the lack of
prioritisation of one condition over another [71], or
the effect of MLTC on the person’s capabilities to carry
out activities of daily living [64, 65, 67]. Three teams of
authors highlighted the importance of the social context
in which MLTC can occur [40, 41, 88], with one noting
that defining MLTC in terms of medical complexity may
obscure the influence of socioeconomic and sociocultural
influences on the experience of MLTC [41].

Coordinating service delivery

Experiences relating to service coordination and care
delivery formed the main element of the findings of this
review. Of all studies in the review, thirty-one (75.6%)
reported findings relating to processes of interprofes-
sional communication and service integration in spe-
cialist care settings. Interestingly, findings from all three
participant groups identified similar issues, such as the
siloed nature of specialties leading to fragmented care
[42, 48, 49, 52, 64, 84, 86] and poor care continuity [37,
51, 58, 80], lack of clarity of responsibility [52, 54, 61,

Health conditions

Number of studies

Number of papers  Reference numbers of papers

Not diagnosis-specific, or a range of conditions stated 21

Cancer and dementia

Cancer and diabetes

Human immunodeficiency virus (HIV) and other morbidities
Psychosis and diabetes

HIV and diabetes

Diabetes and chronic kidney disease

Diabetes and other morbidities

Cancer and other morbidities

Dementia and other morbidities

Heart failure and chronic obstructive pulmonary disease
HIV and hepatitis C virus

Tuberculosis and depression

[N N S S S e

25 [35-38, 48, 51-53, 60, 63-68, 70,
73,75,79, 82-86, 88]

[39,47,55-59,74,76,77,87]
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N
|
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71, 72, 86], insufficient interprofessional communication
[35, 60, 66, 71, 78] and a perception that specialists were
unwilling to offer medical advice beyond their area of
expertise [44, 58, 78]. Limited functionality of electronic
health record systems was noted by healthcare profes-
sionals to perpetuate these experiences, impacting on the
reliability of medication history [37, 52, 83] and, in some
instances, positioning people living with MLTC as the
source of information for healthcare professionals [37,
46]. These challenges may be particularly acute between
mental and physical healthcare services; studies includ-
ing people living with dementia or psychosis reported a
lack of service integration and lack of adaptation of phys-
ical health care delivery for people with mental health
conditions [58, 61, 87]. Three studies, two conducted
with patients and informal caregivers, and one with
nurses, concluded that a named individual with respon-
sibility for overseeing care for people living with MLTC
would improve care coordination [49, 50, 78], although
a barrier to creating and maintaining this role, noted by
health care professionals, might be the structure of the
funding arrangements and performance measurement
for specialties [60]. Four studies (9.8%), three of which
were conducted with healthcare professionals, and one
with patients, and two of which were in low- and middle-
income countries, highlighted under-resourcing in hospi-
tal care as a barrier to care coordination [42, 53, 64, 88].

Knowledge

Eight studies (19.5%) highlighted lack of knowledge and
experience of treating other conditions as a contributing
factor to the lack of joined-up care in hospital settings.
Guidelines for clinical practice were perceived by health-
care professionals to be limited [44, 55, 83], with the
research evidence base lacking for older people or peo-
ple with MLTC as a result of exclusion of these groups
from clinical trials [44, 48]. This led one study team to
suggest that health care professionals treating people
with MLTC do not “have a clear script to follow” [68] (p.
573) and, for another, that treatment recommendations
may be more subjective rather than evidence-based due
to the paucity of research evidence on MLTC populations
[44]. Studies including people with dementia noted the
lack of training, confidence, and experience of healthcare
professionals to provide care for someone with cognitive
impairment [44, 57].

Time and pacing

Insufficient time in the hospital setting to provide care
for people with MLTC was a focal point of 16 studies
(39.0%), with people living with particular conditions
including HIV and dementia perceived by healthcare
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professionals as needing longer and more frequent
appointments [58, 69, 77].

Time and pacing seemed particularly salient in emer-
gency departments and at the point of discharge. The
emphasis on rapid and efficient pathways through emer-
gency care, either to admission or discharge, was not
perceived to be congruent with the need for more time
to understand the needs of people with MLTC in stud-
ies involving healthcare professionals and people living
with MLTC [37, 53, 67, 70]. Observational data collected
during an ethnographic study suggested this may lead to
an over-simplification of chronic conditions and a lack of
understanding of the cause of symptoms [36]. There were
findings in two studies including healthcare professional
participants that older people may be perceived by staff
as resource-intensive and time-consuming in the emer-
gency department [51, 53]. Prescribing in emergency
care settings was perceived by doctors and pharmacists
in two studies to be hurried, creating a focus on prescrib-
ing for acute presentations which could lead to long-term
conditions being overlooked [48, 83].

Discharge was another point on the care pathway that
was perceived as being problematic in terms of time. Dis-
charge was described as being premature or rushed [45,
49, 63, 79], which could leave people living with MLTC
and their caregivers feeling ill-prepared to navigate life
with multiple long-term conditions after an in-patient
stay [38, 45, 49, 65]. Eleven studies (26.8%), conducted
in high-income countries, identified the recent trends in
health policy towards shortened hospital stays, efficient
discharges, and a prioritisation of highly specialised and
measurable care for distinct conditions as disadvanta-
geous for the MLTC population.

Person-centred care

Seventeen studies (41.5%) presented findings on person-
centred care for people with MLTC in specialist settings.
Despite being a common concept underpinning the body
of literature, few authors offered a definition of person-
centred care. Exceptions included a study in the US with
healthcare professionals caring for people with HIV and
HCYV [69], which cited Mead and Bower’s (2000) concep-
tualisation, a study in Pakistan of nurses caring for peo-
ple living with MLTC which adopted Morgan and Yoder’s
(2012) biopsychosocial-spiritual definition [88], and a
study conducted in Canada which cited Stewart’s (1995)
model [64].

Knowing the person living with MLTC was identi-
fied by healthcare professionals as a crucial component
of care in several studies [39, 58, 68, 83]. However, in an
example of divergence between professional and patient
or family perspectives, studies reported that people living
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with MLTC and informal caregivers perceived a lack of
individualised care [41, 50, 51, 64, 77, 81, 84, 88]. Stud-
ies involving only people with MLTC reported findings of
poor communication with clinicians [63, 64, 70, 86], with
staff perceived to prefer to focus on tangible symptoms
[70] rather than on the whole person.

Twelve studies (29.3%), seven of which included people
living with dementia, presented data relating to decision-
making processes in hospital care for people with MLTC.
Studies from the perspective of people living with MLTC
highlighted the need for greater involvement in deci-
sion-making and the opportunity to share the important
aspects of their conditions with healthcare professionals
[50, 66, 70]. Building a trusting collaborative relationship
between people with MLTC, informal caregivers, and
staff was perceived to require time and consistency in
two studies reporting the perspectives of staff and infor-
mal caregivers [69, 74].

Mental capacity and decision-making

Studies including people with dementia highlighted the
challenges that the condition presented for shared deci-
sion-making [57, 76], particularly relating to cancer treat-
ment, where concerns were raised over the person with
cancer and dementia being unable to fully participate in
treatment decision-making, communicate information
about treatment side-effects, or recall their surgery. Deci-
sion-making led to an increased reliance on family mem-
bers in studies exploring the perspectives of informal
caregivers and healthcare professionals [39, 87] which
could cause additional stress [56]. Some studies reported
that family members could feel excluded from engaging
in decision-making processes [44, 47, 87].

Support from informal caregivers

Thirteen studies (31.7%) highlighted support from infor-
mal caregivers as a key element in the experience of
MLTC hospital care, with some studies finding that fam-
ily members assumed the roles of advocacy and care
coordination [56, 62, 73]. In studies including the patient
perspective, the absence of an involved family member
could reduce access to support [44, 66, 82]. Two studies
offering insights into caregiver perspectives suggested
that healthcare professionals needed to understand the
level of caregiver involvement, assess their ability to pro-
vide support to their relative and understand the impact
of ageing on caregivers’ abilities to continue to provide
support [56, 75]. Some studies illuminated tensions in
the provider-informal caregiver relationship; one study
of healthcare professionals in Sweden, for example,
noted that family members could create ethical dilem-
mas by asking the clinician not to report illness details to
patients [51].
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Broader social context

A small number of studies explored the broader social
context of health conditions, highlighting conditions
such as HIV and TB which may be normalised in hospi-
tal environments but stigmatised in the community [45,
62, 69]. Deep-rooted gender issues were described in the
two studies conducted in South Asia, with women’s reli-
ance on men to transport them to appointments [88],
and poorer treatment of women with TB and depression
[62] influencing access to and experience of hospital care.
Socioeconomic status, poor housing, and lack of trans-
port were seen as compounding the challenges associ-
ated with accessing services [41, 45, 62, 63], and while
gender was consistently reported in these four studies,
with evenly balanced samples, other characteristics were
less routinely described. All the participants in one study
[45] were receiving financial support or government dis-
ability services, and, in another [41], were described as
low or middle income. Occupation was reported in two
studies, with approximately half of the participants not
in paid employment [41, 62], and housing status in one
[45]. Ethnicity was less well-reported, with the exception
of a study on Aboriginal and Torres Strait Islander peo-
ples [63] which identified a need for culturally appropri-
ate MLTC care.

Sociocultural understandings of health conditions may
be reflected in clinical perspectives of dementia [44],
with some perceptions of negative attitudes or stereotyp-
ing behaviour among staff caring for older people [51] or
people with mental health conditions [35].

Discussion
We undertook a scoping review of published qualita-
tive studies on experiences of care for people living with
MLTC in hospital care settings to identify the breadth
and nature of qualitative literature, the key concepts
underpinning the knowledge base, and to highlight gaps
for future research. A key finding of our review, which
identified 54 papers, underlines the complexity of special-
ist care provision for people with MLTC, and illuminates
the tension between a desire to provide person-centred
care that attends to the needs of people with MLTC and a
target-driven system of specialist care subject to increas-
ing pressures to accelerate care pathways [89, 90].
Challenges to coordinating care across specialties
were the most consistent finding in the review. With the
exception of dementia and psychosis, which appeared
to present additional challenges to integrating care, we
observed little variation in findings across countries or
health conditions, although this may require further
interrogation in studies where MLTC, and the condi-
tions included, are more clearly defined. Complementing
existing evidence which suggests that care coordination
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is challenging in primary care for people with MLTC [91,
92], this review indicates that the current specialist care
provision in hospital settings is also poorly suited to the
needs of people living with two or more long-term condi-
tions, and that greater effort needs to be made to inte-
grate services and to deliver care that is responsive to the
needs of people with MLTC [16].

Person-centred care formed a key concept within the
reviewed studies. However, in common with other health
research adopting this concept [93], few authors offered
a definition of person-centred care, and there was some
variability in those put forward. In general, individualis-
ing care, being listened to by healthcare professionals,
and being involved in decision-making processes was
perceived as important by people living with MLTC and
informal caregivers.

Similar to Ho et al’s systematic review of quantitative
studies of multimorbidity [4], we found that MLTC was
typically defined as the co-existence of two or more long-
term conditions in an individual, and was rarely afforded
further clarification. It should be noted that some of
these papers were more closely aligned with definitions
of comorbidity [94]; however, in wishing to take an inclu-
sive approach, these papers were included. Definitions
founded on the number of body systems affected by
morbidities (such as complex multimorbidity, defined by
Harrison et al. [95] as three or more conditions affecting
three or more body systems) were not in evidence in this
literature. Moreover, around a quarter of studies in our
review did not provide any definition of MLTC. In a field
as complex and rapidly expanding as MLTC research, we
concur with Ho et al. [4], that, while study populations
may appropriately vary according to the research ques-
tion, achieving greater consistency and transparency
in the definition of MLTC will enhance coherence and
comparability.

Social and health inequalities were not a core element
of this body of literature, yet MLTC are known to be asso-
ciated with socioeconomic deprivation, with earlier onset
of MLTC among people living in socially deprived areas
[7, 96] and evidence that minority communities are dis-
proportionately affected by MLTC [97, 98]. While quali-
tative approaches cannot provide prevalence estimates,
they nevertheless present an opportunity to gain insights
into the ways in which people’s life circumstances might
impinge on capacity to prioritise health and to access and
engage with healthcare [99].

Of the five previous systematic or scoping reviews we
identified on MLTC care [20-24], none had focussed on
the hospital setting. However, all highlighted similar find-
ings to our own, namely poorly coordinated healthcare
and challenges delivering person-centred or holistic care.
Lack of guidelines for MLTC care was also highlighted in
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two reviews [20, 23] yet the important role informal car-
egivers may play was only emphasised in one [21]. Three
of the reviews highlighted communication between pri-
mary and secondary care as a barrier to care coordination
[20, 21, 23], with one in particular noting the potential
antagonism between the holistic ethos of general practice
and the specialist focus on individual body systems [20].
Time and pacing, a key finding from our review and per-
haps more salient in the hospital setting, was not promi-
nent in these other reviews, though limited time for GP
consultations was noted as a potential barrier to optimal
care [20].

Gaps in the knowledge base
The studies identified in this review have employed a
range of qualitative approaches to provide insights into
the experiences of hospital care for people living with
MLTC from the perspectives of people receiving care,
informal caregivers and healthcare providers. We can
identify at least six clear gaps in the evidence base. Firstly,
most studies were cross-sectional, capturing snapshots of
experiences of hospital care rather than the experience
of receiving or delivering hospital care over time. Studies
that had a longitudinal design were either ethnographies
[37, 41, 52, 55] or collected data through repeated inter-
views. Of the latter, most data collection was conducted
over a period of a few weeks [45, 70, 73], with one excep-
tion where patients were followed up for between 5 and
9 months [75]. Consequently the studies were limited in
the extent to which they could generate understandings
of interactions with hospital care systems over time and
how these might be shaped by biographical influences.

Secondly, the studies tended to focus on older popu-
lations, with only a small number of studies recruiting
people living with MLTC below the age of 40 [45, 62—-64,
76]. While ageing is associated with higher risk of MLTC,
a study in Scotland found that more than half of people
with MLTC were younger than 65 years of age, and that
this was socially patterned, with socioeconomic depriva-
tion associated with younger age at onset of MLTC [7, 96].
Further evidence suggests that MLTC are associated with
ethnicity [100, 101] and gender [102] yet with the notable
exception of the Richmond Group of Charities Taskforce
study on MLTC and health equity [99], how sociodemo-
graphic characteristics may intersect to structure the
experience of MLTC remains under-researched, and is
not explored in the reviewed studies. Insights into this
could be gained through life course approaches which can
investigate ageing with MLTC and engaging with hospital
care over time.

Thirdly, although the review identified several stud-
ies on dementia co-existing with other conditions, there
was little focus on other types of mental health condition
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such as severe mental illness or common mental health
disorders, despite the fact that associations between, for
example, severe mental illness and diabetes [103], and
depression and comorbid long-term physical health con-
ditions are well-established [104].

Fourthly, the importance of informal support for peo-
ple with MLTC receiving hospital care was highlighted
in around a third of studies, with informal caregiv-
ers assisting with care coordination, managing multi-
ple appointments and medications, and having a role in
decision-making, particularly when the person receiving
care was living with dementia. However, studies focussed
on the experiences of a single person providing sup-
port, which rests on the assumption that only one per-
son undertakes a caregiving role, and neglects broader
supportive networks that some people with MLTC may
have. Only a few studies [44, 66] articulated experiences
of people with MLTC who did not have informal support.
The limited evidence available suggests that lack of such
support could affect access to services, which warrants
further investigation.

Fifthly, with the exception of a study on cancer and
dementia [32] which found that the hospital environment
was not suited for people living with dementia, studies
did not offer findings on the environment of the hospital
as a physical institution in which care delivery took place.
Experiences of navigating the hospital landscape with
MLTC, which are associated with functional impairment
[105] remain underexplored. In the context of greater
centralisation of hospital services [106], and overcrowd-
ing in emergency departments leading to care being
undertaken in corridors [107], there is an opportunity for
future studies to illuminate the experience of the physical
environment in which care takes place.

Finally, power dynamics of clinician-patient interactions
in clinical spaces were only explored in depth in one study
[47], and, while findings from the body of literature could be
related to care quality, only two studies explicitly focussed
on the concept of quality of care for MLTC [70, 84].
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Potential future directions
Table 6.

Strengths and limitations

Our review was novel in aiming to identify and describe
the findings from qualitative research on the experiences
of hospital care for people with MLTC. We followed
established methods for scoping reviews [25, 26], includ-
ing a systematic electronic search strategy supplemented
with citation tracking and, as a result, were able to iden-
tify and summarise studies from 14 countries.

We recognise three main limitations of our review.
First, we chose to focus on peer-reviewed literature pub-
lished after 2010 to identify research reflecting experi-
ences most likely to be relevant to the current context of
hospital care, and we did not conduct searches of grey
literature to ensure that the task of reviewing titles and
abstracts was manageable in scale. However, we recog-
nise that some relevant research, published earlier, or
not published in peer-reviewed journals, may therefore
have been missed. Additionally, although we used sys-
tematic searching methods and citation tracking, we
did not contact authors or hand-search journals. Sec-
ond, complexities around the definition and operation-
alisation of MLTC, and the frequent conflation of MLTC
with age, meant that we were presented with a decision
on whether to include a small number of studies that
purported to study MLTC but recruited participants
solely on the inclusion criterion of older age. We opted
to exclude these studies as we could not be certain that
the participants had MLTC and were reluctant to per-
petuate notions of MLTC as an inevitable aspect of older
age. Additionally, if we had wished to capture all studies
of this nature, we would have had to expand our search
terms to include all studies of older adults regardless of
reported MLTC status. Third, in wishing to illuminate in-
depth experiences, we focused our review on qualitative
studies. We acknowledge that further valuable insights
could be gained from quantitative surveys of the views

Table 6 Overview of evidence gaps and potential future directions for qualitative research on MLTC hospital care

Gap in the current evidence base

Potential approach to addressing this gap in future qualitative research

How intersecting inequalities may shape MLTC experiences and interac-
tions with hospital care in the context of lived lives

Experiences of younger people living with MLTC
Experiences of people living with mental health conditions
Diversity in access to informal care

Navigation of hospital built environments
Dynamics of clinician-patient interactions

Quality of care

Life course /biographical narrative

Sampling younger people with MLTC
Sampling people with severe mental illness and common mental disorders

Sampling people with no informal support or > 1 informal caregiver
and comparing and contrasting their experiences

Human geography

Medical sociology
Discourse analysis

Explicit focus on concept of care quality




Bellass et al. BMC Medicine (2024) 22:25

and experiences of people living with MLTC, informal
caregivers and healthcare professionals.

Conclusions

The accumulating evidence of the current and antici-
pated scale of MLTC, and its impact on quality of life
and demand for healthcare, have led to calls to prioritise
MLTC research. This review of qualitative studies has
illuminated tensions between a drive to provide indi-
vidualised person-centred care for people with MLTC in
hospital settings, and a system which is moving towards
greater clinical specialism and accelerated care pathways.
More integrated models of care may enable the needs of
people living with multiple long-term conditions to be
better met in the hospital setting.

Abbreviation
MLTC  Multiple long-term conditions
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