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People with dementia often live with several long-term conditions (known as multi-
morbidity). These conditions interact with dementia in complex ways and influence 
symptoms, care needs, and quality of life. Current researches are primarily divided 
into quantitative or qualitative methods without complementing each other. Most 
data driven research usually counts diagnoses or groups diseases. Qualitative evi-
dence shows the need, and how daily routines, family roles, and personal goals 
affect care. These methods do not explain how people manage other long-term 
conditions alongside dementia. As a result, research findings do not always sup-
port care that centres on what matters to individuals. This paper proposes a shift 
in research on multimorbidity in people with dementia. Unlike other conditions, 
dementia is often diagnosed in later stage of life, with high burden of multimor-
bidity. We argue that data base research should focus on symptoms, function, 
treatment workload, and social context, which could shape how people live with 
dementia and multimorbidity. It can also inform the transitions between home, 
hospital, community services, and long-term care. These insights can guide the 
design of interventions that fit real situations. For evidence generation on symp-
tom-based measures, functional assessments, and patient-reported outcomes, 
mixed methods studies can show how context, mechanisms, and outcomes inter-
act. We offer a research agenda that places the person at the centre and what 
works for the patient going beyond the simple disease burden. This agenda sup-
ports the development of care that is feasible, acceptable, and meaningful. Without 
this shift, multimorbidity research may not improve everyday dementia care.
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Background

Dementia rarely occurs in isolation. Most individuals live with multiple long-term condi-
tions (MLTCs), which create complex care needs influencing disease trajectories (Stirland et 
al., 2025). The presence of two or more long-term conditions (multimorbidity) (van den Akker 
et al., 1996) has emerged as a strong and dose-dependent risk factor for dementia (Shepherd 
et al., 2025). The interaction between dementia and multimorbidity is associated with acceler-
ated cognitive and functional decline, increased healthcare utilization, impaired quality of life, 
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and higher mortality risk (Browne et al., 2017; Melis et al., 2013). In 
the past 10 years, there has been a global surge in multimorbidity 
research, including on its relationship with dementia (Ahmed et al., 
2020). However, research on multimorbidity and dementia varies 
widely in terms of concepts, definitions, purpose and implementation. 
Contemporary research in dementia and multimorbidity is focused 
on disease clustering, life-course accumulation, and risk stratification 
(Calvin et al., 2022; Patel et al., 2025). While these approaches provide 
valuable insights, they often fail to capture the lived experiences and 
priorities of those most affected. Taking a person-centred approach 
will extend our current understanding when undertaking research on 
dementia alongside multimorbidity. In their recently published paper, 
Stirland et al. (2025) rightly emphasised that multimorbidity is the 
norm rather than the exception among people living with dementia. 
An epidemiological study involving 6.5 million people in the UK 
showed that multimorbidity increased the risk of dementia two-fold 
(Shepherd et al., 2025). We agree that multimorbidity represents a 
critical determinant of dementia outcomes, and that single-disease 
paradigms are insufficient to address this complexity.

Dementia typically emerges after decades, at a stage when multi-
morbidity is usually already established (Calderón-Larrañaga et al., 
2019). The clinical priorities after a diagnosis of dementia shift away 
from disease prevention towards managing symptoms, preserving 
function, and supporting quality of life. The key research challenge is 
therefore not simply to better quantify multimorbidity, but to under-
stand the experienced consequences of multimorbidity, e.g., symptom 
burden, treatment burden (or workload), functional limitations, med-
ication problems, and caregiver capacity. Research and care should be 
driven by symptoms, functional changes, and lived experiences rather 
than diagnostic counts. Classic multimorbidity approaches do not 
capture the fluctuating symptom burden, interaction effects between 
conditions, or the trade-offs that patient’s face when multiple treat-
ments compete for attention and capacity. Systems designed around 
single diseases can struggle to support meaningful outcomes such as 
comfort, function, social participation, and caregiver capacity (Lynch 
et al., 2022), and they fall short in guiding transitions across care set-
tings (home, hospital, long-term care) where priorities shift, and vul-
nerabilities intensify. These consequences shape care needs and 
transitions across the dementia trajectory along with multimorbidity 
burden. Without this shift in focus, multimorbidity research is 
unlikely to generate insights that meaningfully inform person-centred 
dementia care or improve outcomes that matter most to people living 
with the condition.

Current research in multimorbidity and 
dementia

Biomedical research on multimorbidity and dementia has accu-
mulated a substantial evidence base documenting associations 
between the number of chronic conditions and risk of cognitive 
decline or dementia outcomes (Stirland et al., 2025). However, this 
body of research remains heavily medicalised and focused on diag-
nostic counts, disease clusters, and epidemiological risk stratification 
rather than on the lived experience and care priorities of individuals. 
Traditional multimorbidity research assumes that “more conditions” 
directly translates to worse outcomes. However, dementia itself is a 
progressive, complex aging phenotype in which multimorbidity accu-
mulate over decades, often long before cognitive impairment emerges. 
The current paradigm risks reinforcing siloed clinical models and 

lacks insight into how symptom burden, functional limitations, and 
individual priorities shape trajectories in real-world care. Moreover, 
conventional multimorbidity metrics are poorly aligned with the prin-
ciples of person-centred care.

Person-centred care is widely endorsed in clinical practice guide-
lines, yet its principles remain underrepresented in dementia research 
(Guan et al., 2025; Serbser-Koal et al., 2024). Studies rarely incorpo-
rate patient-reported outcomes that reflect quality of life, functional 
ability, and symptom burden (Chang et al., 2019). This omission limits 
the development of interventions that align with what matters most to 
individuals, i.e., autonomy, comfort, and dignity. Furthermore, evi-
dence on operationalizing person-centred approaches within the con-
text of multimorbidity is sparse, leaving a gap between theoretical 
frameworks and practical intervention development and implementa-
tion (Dunn et al., 2022). A focus on symptom-based multimorbidity 
constructs, patient-reported outcomes, and longitudinal functional 
trajectories could more directly inform care that is responsive to indi-
vidual goals. The current data infrastructures and cohort studies are 
insufficiently configured to support this work. Capturing what matters 
most in people with dementia will require methodological innovation, 
integrating qualitative insights, real-world symptom data, and 
dynamic measures of function.

In current dementia and multimorbidity research, study designs 
frequently prioritise biomedical indicators such as number of long-
term conditions, hospital use and mortality, with limited attention to 
how people living with dementia define a good life or experience care 
across conditions (Poitras et al., 2018; Skou et al., 2022). Skou et al. 
(2022) analysed how the current multimorbidity research often aggre-
gates coexisting diseases to estimate risks of premature death, func-
tional decline and healthcare utilisation, reinforcing guidelines. In 
their review paper Poitras et al. (2018) provided a contrasting evidence 
on how a person-centred approach would begin with what matters 
most to individuals and their families, maintaining identity, autonomy, 
relationships and everyday routines. Person-centred interventions in 
dementia increasingly foreground personalised activities. Kim and 
Park in their systematic review highlighted how the meaning of per-
son-centred care shifted to improvements in quality of life, neuropsy-
chiatric symptoms and care experiences, even in the presence of 
complex multimorbidity and important for PLwD (Kim and Park, 
2017). The contrast illustrates the practical implications of the pro-
posed change: from counting conditions and clinical events to co-
creating care plans that integrate multimorbidity management.

Addressing this gap is critical. Without a research paradigm that 
integrates patient perspectives and contextual realities, interventions 
risk being misaligned with individual needs and may fail to improve 
quality of life. Embedding co-design and participatory methods 
throughout the research process, alongside outcome measures that 
combine clinical indicators with patient-reported data, can generate 
evidence that informs policy and practice. Such approaches are essen-
tial to ensure that research not only advances scientific understanding 
but also delivers meaningful benefits for people living with dementia 
and multimorbidity.

Furthermore, multimorbidity research in dementia does more 
than drive clinical management. Recent work explicitly argues that 
care must balance chronic disease control with the risks of over-treat-
ment and align decisions with what matters most to the person and 
family (Fried et al., 2020). Reviews of comorbidity/multimorbidity 
management show that most interventions and studies remain 
focused on medication counts and monitoring rather than goals, 
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values, or everyday experience, and decision-making components are 
rare (Smith et al., 2012). Primary care physicians themselves describe 
“relaxed guideline adherence,” shifting away from tight disease control 
and instead trying to avoid burdensome treatment and inappropriate 
drugs (Mackey et al., 2012). However, they lack time, support and 
clear guidance on how to practice whole person, rather than disease 
based, care in dementia (Vinay and Biller-Andorno, 2023). Novel 
multimorbidity-specific measures of quality of life, although not spe-
cific to dementia, should be embedded in future trial design (Sweeney 
et al., 2014).

Emerging models point to a different use of multimorbidity 
knowledge: comprehensive geriatric assessment and patient-centred 
prescribing practices explicitly start from care goals (survival, func-
tion, symptom relief), then deprescribe or simplify regimens, treating 
multimorbidity only insofar as they support those goals (Aggarwal et 
al., 2020; Salisbury et al., 2020). Conceptual work on multimorbidity 
therefore converges with dementia specific reviews in calling for per-
son-centred, minimally disruptive care that prioritises symptoms, 
daily functioning and relationships, and uses multimorbidity research 
to inform wiser, often less intensive, medical treatment rather than 
automatic escalation (Calvin et al., 2022).

Current data infrastructures for studying multimorbidity in 
dementia are poorly aligned with person-centred care. Most available 
datasets prioritise diagnoses, service use, and mortality, reflecting 
health-system needs rather than lived experience. As a result, multi-
morbidity is operationalised as a count or cluster of conditions, obscur-
ing the symptoms, functional limitations, and personal priorities that 
shape daily life and care decisions in dementia. This limitation is par-
ticularly consequential given that dementia typically arises in later life, 
when the clinical management may focus less on preventing disease 
accumulation than balancing comfort, function, autonomy, and care-
giver capacity and wellbeing. Person-centred outcomes, such as, symp-
tom burden, treatment burden, and what matters most to individuals 
and families are inconsistently captured, often proxied, or entirely 
absent from routine health data. Addressing this gap will require a 
deliberate shift in research focus, away from disease-centric multimor-
bidity constructs and towards longitudinal, symptom- and function-
based approaches that can meaningfully inform care transitions and 
support people living with dementia across the course of the condition.

Qualitative research on person-centred dementia care in the con-
text of multimorbidity highlights the complex interplay between indi-
viduals’ cognitive decline, co-existing long-term conditions, and the 
fragmented systems that attempt to support them. A growing body of 
qualitative meta-syntheses demonstrates that people living with 
dementia and multiple conditions often experience gaps in continuity, 
coordination, and communication within care systems that are not 
well-designed for multimorbidity (Górska et al., 2018; Liao et al., 2023; 
Prorok et al., 2013), additionally, research on care transitions 
(Groenvynck et al., 2025; Handley et al., 2025; Morton et al., 2021) and 
digital technologies (Köhler et al., 2024; Notley et al., 2025) in demen-
tia and multimorbidity offer granular insight into how and why care 
succeeds or fails in specific contexts. These studies consistently high-
light mechanisms such as autonomy, trust, relational continuity, treat-
ment burden and technology fit and how these are contingent on 
contextual conditions, ranging from digital infrastructure and regula-
tion to family caregiving patterns and service fragmentation, to drive 
outcomes. Yet these nuanced insights have rarely been leveraged to 
shape population-level analyses. Harnessing this rich qualitative evi-
dence could catalyse a shift to a new paradigm in dementia and 

multimorbidity research; one that is person-centred and goal-oriented 
and where mechanism and contexts are integrated into study designs, 
analysis and interpretation.

Future directions for person-centred 
dementia and multimorbidity research

Advancing the field will require adopting a methodological position 
in which qualitative evidence is seen as integral rather than supplemen-
tary to the development of theory, construction of measurement tools 
and the modelling applied to large-scale datasets. Below we propose two 
approaches: Retrospective and prospective integration.

Retrospective integration: using existing 
qualitative findings to interrogate population-level 
data

Retrospectively, qualitative and realist studies can be used to inter-
rogate and reshape the assumptions embedded within big-data 
research. Realist evaluations illuminate context, mechanism, and out-
come configurations, such as, how transitions destabilise care when 
relational continuity is weak (Groenvynck et al., 2025; Handley et al., 
2025), or how digital monitoring improves security only if it aligns 
with personal goals and is accompanied by human support (Köhler et 
al., 2024; Notley et al., 2025). These mechanisms can be operation-
alised as units of analysis within large datasets, shifting quantitative 
work from correlation-seeking to mechanism testing.

Qualitative insights can guide towards: (1) theory-driven mea-
surement construction, using proxies for person-centred constructs, 
e.g., treatment burden (polypharmacy, treatment/care complexity), 
fragmentation (transition frequency and sequencing), or digital 
acceptability (patterns of telemonitoring alerts), (2) contextual strati-
fication, ensuring that analyses reflect nuanced effects derived from 
realist methods, i.e., “for whom and under what circumstances” such 
as living alone, socioeconomic status, dementia stage, and (3) inter-
pretive validity, allowing big-data findings to be interpreted through 
the lived experience of dementia and multimorbidity rather than 
through disease-centric assumptions. Our proposed approach 
reframes existing datasets as fertile ground for scaling and testing 
qualitative theory, not simply generating descriptive epidemiology.

Prospective integration: mixed-methods design 
where qualitative and quantitative findings 
iteratively inform one another

Future approaches should build purposeful mixed-methods 
designs where qualitative and quantitative streams are interconnected 
from the outset. We propose practical mixed-method integration 
strategies and combinations that could advance the science, thereby 
leveraging the full potential of qualitative insights and quantitative 
epidemiological, biomedical and data-driven enquiries.

Qualitative to quantitative to shape study designs. Participatory 
and co-design approaches with people with dementia and carers are 
used to define research questions, contexts, mechanism and outcomes 
that matter, e.g., autonomy, care continuity, minimally disruptive care. 
These could inform instrument development, e.g., measurement of 
treatment burden, priorities, and technology fit, surveys and data cap-
ture specifications, ensuring that person-centred constructs are mea-
sured at scale.
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BOX 1  Future research agenda

To advance person-centred multimorbidity research in dementia, future 
work should:

Redefine multimorbidity constructs

Move beyond diagnosis counts to symptom- and function-based measures 
that better reflect lived experience in dementia.

Embed patient- and caregiver-reported outcomes

Routinely collect longitudinal symptom burden, quality of life, treatment 
burden, and caregiver perspectives, using tools adapted for cognitive impairment.

Link health and social care data

Integrate administrative health records with social care, long-term care, and 
palliative care datasets to contextualise transitions and outcomes.

Study transitions as experiences, not events

Examine how symptom burden, priorities, and caregiver capacity shape tran-
sitions between care settings, rather than focusing solely on transition rates.

Leverage technology to develop personalized approaches

Explore the use of AI tools to develop patient-centric personalized approaches 
to improve the quality of life during dementia.

Develop ethical and methodological innovations

Address challenges in consent, proxy reporting, and fluctuating capacity 
through inclusive study designs and mixed methods approaches.

Align outcomes with care goals

Prioritise outcomes that matter to people living with dementia: comfort, func-
tion, dignity, and continuity, over disease-specific endpoints.

Quantitative to qualitative for seeking explanation. Population-level 
methods, e.g., multimorbidity modelling, cluster analysis, transition 
evaluation or home monitoring, could identify patterns and inequities 
that warrant deeper understanding. Targeted ethnography, realist inter-
viewing and dyadic case studies could then explain why patterns 
emerge, refine programme theories and identify areas for improvement.

Qualitative to quantitative iterative cycles. Longitudinal mixed-
methods cohorts can integrate remote monitoring streams, electronic 
health record linkage, and qualitative longitudinal interviews to capture 
the dynamic evolution of needs and preferences. Iteration will allow 
instruments and interventions to be adapted as abilities, goals, and con-
texts change, aligning with minimally disruptive, goal-oriented care.

This approach repositions qualitative inquiry as equally important 
to quantitative methods and will facilitate deeper understanding and 
do justice to the complexity of managing dementia and multimorbid-
ity. Blending realist, ethnographic and qualitative research with pop-
ulation-level quantitative studies enables a shift in dementia and 
multimorbidity research. Retrospectively, qualitative mechanisms and 
contexts can be translated into testable constructs and stratifications 
within existing datasets, improving model validity and interpretation. 
Prospectively, iterative mixed-methods design ensure that qualitative 
and quantitative findings continually shape one another, producing 
measures, analyses and implementations that are person-centred. This 
integrated approach re-anchors the field’s values, re-states its causal 
assumptions and modernises its methods thereby advancing a 
research paradigm that is scientifically rigorous and attuned to the 
realities of living with dementia and multimorbidity.

Future research on multimorbidity and dementia should move 
decisively beyond diagnosis-based frameworks towards approaches that 
capture symptom burden, functional impact, and what matters most to 
people living with dementia and their carers. Multimorbidity needs to 
be contextualized to the dementia population. This will require the rou-
tine integration of patient and caregiver reported outcomes into longi-
tudinal studies, alongside traditional clinical and administrative data, 
to better reflect lived experience and evolving priorities over time. It will 
also align with, and inform, existing care provided by geriatricians and 
other specialist-generalist clinicians. We have suggested a framework 
for data that can enable patient-centred research in Figure 1. There is a 
need to identify or integrate the right data source and methods for the 
dementia population. Greater emphasis should be placed on studying 
care transitions as dynamic processes shaped by symptom trajectories, 

treatment burden, and caregiver capacity, rather than as isolated events. 
Achieving this shift will depend on methodological innovation, includ-
ing improved use of proxy reporting, linkage of health and social care 
datasets, and development of ethically robust approaches to data collec-
tion in populations with cognitive impairment. Without such reorienta-
tion, multimorbidity research will continue to describe disease burden 
without meaningfully informing person-centred dementia care or 
improving outcomes across the later stages of life (Box 1).

Conclusion

To achieve workable, humane, and equitable dementia care in the 
presence of multimorbidity, research must study the world as people 

FIGURE 1

Shifting from disease-centric to person-centred paradigms in dementia research.
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live in it. Person-centred research can reveal the unseen complexities, 
competing risks, and moral negotiations that structure everyday care. 
It provides the concepts and the language to design interventions that 
fit everyday life. The next phase is to ensure research truly fits with 
people’s needs and that interventions are acceptable, feasible, and have 
meaning. Without a person-centred approach, research may produce 
theoretically sound solutions that lack feasibility in real world care.
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