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ABSTRACT
Background The number of people living with multiple 
long- term conditions is increasing worldwide. This 
presents challenges for health and care systems, which 
must adapt to meet the needs of this population. This 
study drew on existing data to understand what matters 
to people living with multiple long- term conditions and 
identify priorities for future research.
Methods Two studies were conducted. (1) A secondary 
thematic analysis of interview, survey and workshop 
data collected from the 2017 James Lind Alliance 
Priority Setting Partnership for Older People with 
Multiple Conditions, and patient and public involvement 
workshops; (2) a review of ongoing research and 
published research priorities, relating to older people 
(80+) living with multiple long- term conditions.
Findings Older people with multiple long- term 
conditions identified a number of key concerns: access to 
care, support for both the patient and their carer, physical 
and mental health and well- being and identifying 
opportunities for early prevention. The review identified 
no published research priorities or ongoing research 
focusing specifically on populations aged over 80 years 
with multiple long- term conditions.
Conclusion Older people living with multiple long- term 
conditions experience care that is inadequate for their 
needs. A holistic approach to care that extends beyond 
treating single conditions will ensure wide- ranging 
needs are met. As multimorbidity rises worldwide, this 
is a critical message for practitioners across health and 
care settings. We also recommend key areas that should 
be given greater focus in future research and policy to 
inform effective and meaningful forms of support for 
people living with multiple long- term conditions.

INTRODUCTION
One- third of the global population are estimated 
to be living with two or more long- term health 
conditions, commonly termed multimorbidity.1–3 
In the UK, multimorbidity has been described as 
the greatest clinical challenge facing the National 
Health Service and social care sector. The preva-
lence of multimorbidity rises with age, is more 
common among women,4 and in people of lower 
socioeconomic status.5 6 People with multimor-
bidity are more likely to have a poor quality of life,7 
spend time in hospital8 and have an increased risk 
of death.9

The rising number of people living with multiple 
long- term conditions (MLTCs) presents challenges 
to current healthcare systems that are designed 
to treat and manage single health conditions.10 

Patient- centred approaches may be hindered by the 
silo working associated with medical specialties.11 
People living with MLTCs often report difficulties 
accessing timely, coordinated care.12 13 Multiple 
appointments with different services increase the 
burden of treatment,14 compromising the overall 
quality of care that people receive. Practitioners 
face the challenge of coordinating support across 
primary, community, secondary and tertiary care 
settings.11 15 Across health and social care, there is 
increasing recognition of the need to move away 
from a single disease- based model of care to opti-
mise support for those with MLTCs.10 16 Integration 
of health and social care services may deliver effec-
tive support, but implementation can be hampered 
by disease- specific approaches in medicine.17 As 
populations age, health and social care services 
will need to find ways to respond to the growing 
number of people living with MLTCs, to contain 
costs and demand.18–20

In 2017, the James Lind Alliance (JLA) Priority 
Setting Partnership (PSP) worked with older people, 
carers and a range of health and social care profes-
sionals to identify a set of priorities for future 
research on interventions for people with MLTCs 
(see box 1).21 This involved an initial information 
gathering exercise, where identified concerns and 
questions were cross- checked with existing evidence 
to identify a ‘long- list’ of 97 potential research ques-
tions. In consultation with stakeholders, these ques-
tions were reduced to a shortlist of 21 questions, and 
the top 10 ranked in order of priority. Most urgent 
was a need for research to identify ways to improve 
health and social care support for people with 
MLTCs. Understanding the perspectives and expe-
riences of people living with MLTCs is critical to 
improve the care and support for this population.22 
Others have also advocated for greater focus on indi-
vidual experience, rather than on multimorbidity 
as a biomedical concept.23 At present, however, 
there is a substantial gap in our understanding of 
how multimorbidity impacts on the people who live 
with it, and their carers.24 In response to this gap, 
we used the data that were collected to support the 
JLA PSP exercise, to understand the experiences of 
older people living with MLTCs. The purpose of 
this study was to highlight the key issues and areas 
that are most important to this population to ensure 
these are considered in future research. This paper 
reports the findings of this work.

METHODS
We drew on the following data for the findings 
presented here: (1) qualitative data collected 
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through the 2017 JLA PSP and from patient and public involve-
ment (PPI) workshops conducted in 2019; and (2) data from a 
scoping review of existing research priorities for this population.

Qualitative data from the JLA PSP and PPI workshops
Participants
Participants were people aged 80+ years and their carers 
involved in the 2017 JLA PSP exercise on Multiple Conditions in 
Later Life.21 Survey participants were recruited via social media, 
charities and networks; interview participants were recruited 
via community services and care homes in the North East of 
England. The wide- ranging recruitment platforms, along with 
the use of interviews and paper surveys to facilitate participa-
tion for those without access to digital platforms, maximised 
involvement of older people who may otherwise be overlooked. 
Members participating in the VOICE PPI workshops were people 
were living with MLTCs and their carers, and aged between 45 
and 89 years.

Data collection
Data from the 2017 JLA PSP were collected through (a) free- text 
responses to a survey conducted either online or by post; and (b) 
interviews with older people and carers.21 Additional data were 
collected in 2019 through two workshops with older people and 
carers to explore experiences of living with MLTCs and the chal-
lenges posed by the care and treatment of those conditions. The 
workshops were facilitated through VOICE, a network of citi-
zens, patients, carers and members of the public, who contribute 
their lived experiences to health and care research on unmet 
needs and priorities (https://www. voice- global. org/).

Data analysis
The data obtained through the JLA PSP were pre- sorted into 
topics that were considered either within or beyond the scope of 
the exercise. For the analysis presented here, we used the entire 
dataset, regardless of whether the data were originally deemed in 
or out of scope. Combining the data from the JLA PSP with the 

2019 workshops data, we undertook a thematic analysis .25 Data 
were coded and mapped onto the JLA PSP top 10 priorities. 
Themes were conceptualised about people’s experiences of living 
with MLTCs and the issues that were judged to be important. 
Data were managed and analysed using NVivo V.11.26

Ethical considerations
Ethical approval was not considered necessary for the JLA PSP 
exercise, PPI workshops or the review of JLA priorities.21

Review of existing research priorities
We undertook a scoping review of published JLA PSPs, to iden-
tify PSPs that related to older populations (80+ years) with 
MLTCs, and which were published since 2017. This updates 
a scoping exercise of JLA PSPs undertaken in 2017 when the 
JLA PSP on Multiple Conditions in Later Life was published. We 
also searched for ongoing research funded by the National Insti-
tute of Health Research (NIHR) and the UK Research Councils 
(UKRC).

Searches
We searched for all completed PSPs on the JLA website. For each 
completed PSP, the website and documentation (eg, reports, 
survey) were accessed to identify the questions published in 
both their ‘shortlist’ and ‘longlist’ of research priorities. We also 
searched for ongoing primary research projects funded by NIHR 
https://www. journalslibrary. nihr. ac. uk/ programmes/ and the UK 
Research Council (https:// gtr. ukri. org/) using the combinations 
of terms below:
1. ‘older people’+‘multi- morbidity’
2. ‘older people’+‘multiple conditions’
3. ‘older populations’+‘multi- morbidity’
4. ‘older populations’+‘multiple conditions’

Screening, data extraction and synthesis
All questions identified from completed JLA PSP shortlists and 
longlists, and all project titles of ongoing NIHR and UKRC proj-
ects, were extracted onto an excel spreadsheet. All questions 
and ongoing project titles were screened by one researcher to 
identify those that related to (a) older populations, and (b) older 
populations with more than one condition. Some PSPs had not 
published their longlist questions, and some only published all 
questions submitted to the initial survey. Therefore, it was not 
possible to screen the long list questions for every PSP. JLA PSP 
questions and ongoing NIHR/UKRC projects that related to 
older populations with multiple conditions were tabulated and 
summarised.

RESULTS
The JLA PSP published their priorities in 2019 (box 1).21 A full 
breakdown of the numbers of participants involved at each stage 
of the PSP exercise is reported elsewhere.21 Data analysed here 
originate from 115 people who contributed to the JLA PSP exer-
cise, and 15 people who participated in the VOICE facilitated 
workshops.

Qualitative data from the JLA PSP on multiple conditions in 
later life and PPI workshops
Ten themes were identified (table 1).

Organisation of health and social care services
Older people and carers voiced their frustrations at the lack 
of joined- up care and support. Participants spoke of poor 

Box 1 Priorities identified by JLA PSP multiple conditions 
in later life

JLA PSP on multiple conditions in later life, top 10 
priorities

Professional, public, care recipient and carer views
Optimising health, social care and voluntary sectors to meet 
needs.

Effective and cost effective ways to reduce social isolation.
Supporting carers to maintain physical and psychological well- 

being.
Effective, cost effective and acceptable to improve 

psychological well- being.
Enabling independent living effectively and acceptably.
Effective, cost effective and acceptable strategies for 

preventing multiple conditions.
Effective, cost effective and acceptable form of exercise 

therapy. How does this affect outcomes?
Recognising and managing frailty. Would this lead to 

improved quality of life?
Optimising delivery of Comprehensive Geriatric Assessment.
Perception and management of falls risk. Addressing fear of 

falling effectively.
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communication between primary and secondary health services; 
between health and social care and between health/care services 
and local organisations (non- statutory) providing services 
(housing, home care, care homes). The consequence was relating 
their story multiple times, starting from the beginning at each 
appointment. This was attributed by some, to the absence of 
shared records.

There was a recognition that care and support needs are 
broader than health alone, and that housing and other carer 
support also need to be addressed. Discussions about housing 
or finances, for example, could be helpful. A keyworker, or care 
co- ordinator, could help them to navigate the system and ensure 
that their care is joined- up.

Challenges in primary care
Limited time available within standard primary care consulta-
tions did not accommodate the complexity of living with MLTCs. 
Participants felt that it was impossible for general practitioners 
(GPs) to provide holistic, person- centred care for someone with 
multiple conditions within a 10 minute appointment slot. Partic-
ipants also reported a lack of understanding within primary care, 

of patient and carer needs and abilities, and limited appreciation 
of their lived experience of multiple conditions.

Managing conditions, pain and medication
Older people living with MLTCs expressed a wish to have a 
better understanding of their symptoms and prescribed medi-
cations, and of the interactions between their different health 
conditions. They also reported a need for more information to 
support treatment decisions and in particular, on alternatives to 
pharmaceutical treatments. The side- effects of multiple medica-
tion was, for some, a greater concern than the condition being 
treated. Pharmacists were proposed as a potential solution, to 
provide medication reviews.

Carers’ needs
The burden placed on people supporting and caring for older 
people with multiple conditions was a major concern. Navi-
gating the health and social care system to coordinate complex 
care services was perceived to be difficult and time- consuming. 
Carers wanted information about care and support services 
that was easy to access. In particular, they expressed a need for 

Table 1 Themes and supporting data

Theme Illustrative supporting quote(s)

Organisation of 
health and social 
care

It’s always, tell me your medical history or what conditions do you have at the start of an appointment. When you have to tell them about all 6, there is no 
time to speak to them about what you came in for, as you’ve only got 10 min!
Older person living with MLTC, Workshop
Need joined- up health and social care as they are so linked. In my stepmother’s case, she needs one person to take responsibility for her care and coordinate 
with the rest of the system and community. Friend/family member of older person living with MLTC, ID 105

Challenges of 
primary care

I feel that there is nobody who sees them as a whole person, rather than someone with a single condition. Their care is all about their individual ailments, 
not their overall health … several health appointments in a single week to get warfarin level checked, blood pressure checked, arthritis clinic, hearing clinic, 
rheumatology clinic, influenza jab. Each individual health professional is good, but they don’t provide holistic care. How can I help my parents to manage this 
better?
Friend/family member of older person living with MLTC, ID 28

Managing 
conditions, pain 
and medication

I would like to know a bit more about how things go together or if they don’t. I mean when I had my heart attack, I must have been likely to have problems 
long term and because I smoked and that. I think it would be helpful for people like me to know … but I get its difficult and everyone is doing the best they 
can.
Older person living with MLTC, Workshop
The medication I am given is ok, but it is impossible for me to understand or pronounce the even common tablets. … I would like an easier way to refer to 
these items?
Older person and carer, ID 157

Carers’ needs I think it is very easy to forget about the effect that looking after an older person with health problems can have on carers. This in return can eventually 
impact on the effectiveness of the care being given.
Former carer of older person living with MLTC, ID 76
My mam is the most complex and difficult person, she has delirium, and it got to the stage where she was calling me through the night. She wouldn’t let 
them (respite care) in. Multiple strokes, blindness and deafness, it was intense. I’ve lost everything. I feel invisible. I’ve done nothing but care.
Carer of older person living with MLTC, Workshop

Social isolation and 
mental health

The year before the decline she was bowling 5 days a week and going out with friends twice a week. The lack of physical activity and social interaction has 
had a noticeable impact on her physical and mental health.
Friend/family member of older person living with MLTC, ID 77

Financial impact 
and funding for 
care

Yes, the financial costs of care is a constant worry.
Older person 80+ living with MLTC, ID 161
I think it’s a problem that things like your teeth, feet, hearing and eyes and that have all gone private and none us can afford it so we don’t go.
Older person living with MLTC, Workshop

Exercise and 
physical activity

It is fashionable to tell everyone to exercise—to walk and cycle but what about disabled people who are disadvantaged and need to be considered?
Older person 80+ living with MLTC, ID 165
I find it frustrating that health professionals seem to completely ignore this, the benefits of good diet, exercise and other therapies just because they are 
dealing with an elderly person whose motivation to change is poor. Why is there not more emphasis put on the whole picture, encouraging elderly people to 
eat well, socialise etc.
Friend/family member of older person living with MLTC, ID 99

Support for 
independent living

I want to be independent. Will do my best to be so. I try to live my own life in spite of my problems people who really need care ask for the least.
Older person living with MLTC, ID 163

Preventing 
multimorbidity

In some ways, we need to concentrate on the future. So if we concentrate on preventing multiple conditions that may help services for future generations.
Older person living with MLTC, Workshop

MLTC, multiple long- term condition.

 on M
ay 23, 2023 by guest. P

rotected by copyright.
http://pm

j.bm
j.com

/
P

ostgrad M
ed J: first published as 10.1136/postgradm

edj-2021-140825 on 17 D
ecem

ber 2021. D
ow

nloaded from
 

http://pmj.bmj.com/


4 Spiers G, et al. Postgrad Med J 2021;0:1–6. doi:10.1136/postgradmedj-2021-140825

Original research

information on where to get help, and on their eligibility for 
time off work for caring.

Carers felt that it was important for them to be able to access 
information about the health conditions of the cared- for person, 
and the relationships between conditions, medications, inter-
actions and side- effects. Distinguishing between symptoms of 
multiple conditions and side- effects of medication was a chal-
lenge for carers with no healthcare experience. Participants 
commented that simple guidelines about how to care for a 
person with multiple conditions would be valuable to carers.

Social isolation and mental health
Older people with multiple conditions talked about their expe-
riences of becoming socially isolated, because of their increased 
needs and difficulties in getting out of the house. Participants 
talked about their experience of isolation, or their fear of it, 
together with its relationship with depression and overall adverse 
impact on mental and physical health. Some carers talked about 
the need for information and guidance on how to ‘keep their 
spirits up’ and how to support older people who were grieving, 
as well as expressing their own loss and isolation.

Financial impact and funding for care
Many participants were concerned about the costs of care that 
they face, worrying about having to sell their home, or find ways 
of financing the care needed. Participants who were still in work 
were concerned about taking time out of work to attend medical 
appointments and the possibility that they might lose their job 
and financial security.

Exercise and physical activity for multiple conditions
Many older people and carers expressed uncertainty about 
the type and amount of physical activity to undertake. Some 
thought that healthcare professionals did little to promote the 
importance of diet, exercise and staying active. Tailored advice 
from health professionals seemed to be lacking, particularly for 
the oldest old. For some, the problem of fatigue and lethargy, 
whether caused by the conditions or the medication taken, made 
it difficult to engage in physical activity and exercise. Those who 
were ‘bed- bound’ had found their symptoms and conditions 
worsen through inactivity.

Support for independent living
A strong desire to maintain independence was evident, but it 
was acknowledged that this was challenging in the presence of 
multiple conditions. Barriers to independent living included a 
paucity of (well- trained) staff to support independence, and the 
lack of timely access to equipment such as wheelchairs.

Preventing multiple conditions
Prevention was identified as a priority in the JLA PSP exercise on 
multiple conditions in later life. At the workshops held in July 
2019, older people and carers felt that this should be the number 
one priority.

Review of existing research priorities
Our review of JLA PSPs identified no new research priorities or 
ongoing projects specific to people with MLTCs aged over 80 
years.

DISCUSSION
Our exploration of the views and experiences of older people 
who are living with MLTCs, and their carers, identified a 

number of key concerns. These concerns relate to access to care 
and support for both the patient and their carer, physical and 
mental health and well- being, and identifying opportunities for 
early prevention of multimorbidity. Most of these issues align 
with the research priorities identified by the JLA PSP. However, 
older people and carers identified three additional areas of 
importance to them, but which did not feature explicitly in the 
JLA top 10 priorities. These included the limitations of primary 
care, the financial costs of social care and understanding and 
managing their conditions at home (including multiple medi-
cations). Conversely, the JLA priorities relating to comprehen-
sive geriatric assessment and falls risk were not mentioned by 
older people, nor carers. No data originating from older people 
contained any reference to frailty. Our review of JLA PSPs and 
ongoing funded studies identified no research projects specific to 
people with MLTCs aged over 80 years.

Concerns about access to timely, coordinated care for people 
with MLTCs are not novel.12 13 The importance of designing 
services around a person rather than their disease has been long 
recognised.10 16 Yet the accounts of people in this study, and the 
research priorities identified in the PSP exercise, clearly indi-
cate these challenges continue to be pertinent. This prompts the 
question of why so little progress has been made in addressing 
these issues and supporting older people with multiple condi-
tions. A growing body of evidence clearly recommends what 
must change in practice to improve care for people living with 
MLTCs. This includes holistic and comprehensive assessment 
of needs, the use of coordinated case management, supporting 
self- management, multidisciplinary and interdisciplinary input 
into care, greater integration of clinical information between 
care settings, and training and support for practitioners.27–29 
The ongoing concerns of people with MLTCs highlighted here 
signal that implementation of evidence into practice is slow. The 
continued organisation of medicine around single diseases is, 
most likely, a critical barrier.17 Greater integration of health and 
social care policy, specifically in relation to people with MLTCs, 
may also foster progress in practice.30

In addition to concerns about access to care, older people 
living with MLTCs highlighted the importance of several 
other issues. First, older people highlighted the significance 
of addressing social isolation. This aligns with recent evidence 
that social support is associated with better chances of survival 
for people with MLTCs.31 To date, however, the relationship 
between multimorbidity and social isolation is poorly under-
stood.32 Older people also identified the need for support for 
their mental health and well- being. People living with MLTCs 
are more likely to experience poor mental health outcomes,33 
adding yet further complexity to their healthcare needs. Recent 
calls for greater integration of mental health services with 
primary care underline the importance of this issue.34 Facili-
tating access to physical activity was another key area identi-
fied. This fits with emerging evidence that physical activity may 
improve quality of life for people with MLTCs.35 Finally, older 
people called for greater focus on the prevention of multimor-
bidity; a goal that mirrors recent calls to make this a priority as 
populations age.36 37

Other areas of importance were identified, but which did not 
feature explicitly in the JLA top 10 research priorities: the limita-
tions of primary care in supporting people with MLTCs; the 
financial barriers to accessing social care in later life; and under-
standing and managing conditions at home (including multiple 
medications). The absence of these concerns from the top 10 
may partly be due to the original scope of the JLA PSP, which 
was to identify uncertainties about interventions for people with 
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MLTCs. Our analysis included all data from the JLA exercise, 
including topics that were originally considered out- of- scope. To 
some extent, these concerns about primary care and social care 
are encompassed within the broader top 10 priorities, particu-
larly priorities 1 (optimising health, social care and voluntary 
sectors to meet needs) and 5 (enabling independent living effec-
tively and acceptably). Other questions about maintaining inde-
pendence, and medication adherence, also featured in the top 21 
short list of priorities. Concerns relating to financing care and 
the lack of flexibility within primary care consultations reflect 
broader policy- level issues around access to care, but nonetheless 
signal key areas of practice and policy development for people 
with MLTCs. Future research may also wish to explore, in depth, 
the impact and consequences of these access barriers for people 
with MLTCs.

Implications for future research and policy
Our review of the JLA PSP research priorities and ongoing 
research identified no new priorities or projects specific to 
populations aged 80+ with MLTCs. We identified a JLA PSP 
on frailty, as well as a UKRC project about sarcopenia and 
frailty that included a sub- sample of people aged 80+: both are 
likely to include people with MLTCs. However, the absence of 
any projects specifically about people aged 80+ with MLTCs 
suggests there is scope for greater research focus on this popula-
tion. A focus specifically on the lived experiences of people with 
MLTCs to inform service re- design may be an effective lever 
to foster implementation of evidence into practice.30 This may 
include greater understanding of how barriers in access to care 
(including primary and social care) impact people with MLTCs.

Concerns around both the limitations of primary care and 
social care costs warrant critical scrutiny on national policies by 
policy stakeholders. Standard 10 minute GP appointments have 
long been considered problematic38; for people with MLTCs, 
this practice may be especially detrimental to care. Social care 
reform, currently a priority for the UK government, must also 
pay close attention to the complex care needs of populations 
with MLTC.

Strengths and limitations
We scrutinised readily available data to further understand the 
experiences of people living with MLTCs. We did not have access 
to the original audio recordings or transcripts from the JLA PSP, 
thus limiting the scope and depth of our analysis. However, 
we were able to access the extracted data and upload this to 
NVivo V.11, identify key themes, and compare these to the top 
10 research priorities identified by the JLA priority setting exer-
cise. It is important to note that the JLA priorities were assessed 
against existing evidence. Any potential priorities that were 
already supported by evidence were excluded from the prioriti-
sation list. This filter has not been applied to the data used here. 
Furthermore, we analysed all the data collected through the JLA 
PSP, including the data that were considered out- of- scope in the 
original priority setting exercise. As such, our findings provide 
a useful basis from which to identify future avenues of research 
that are aligned to the lived experiences of people living with 
MLTCs.

CONCLUSION
Older people living with MLTCs continue to experience care 
that is inadequate for their needs. A holistic approach will opti-
mise quality of care and ensure wide- ranging needs—including 
physical, mental and social—are met. Healthcare must shift 

from treating single conditions to supporting the whole person. 
Against a backdrop of rising multimorbidity, this is a critical 
message for practitioners across health and care settings. We also 
recommend key areas that should be given greater focus in both 
future research and policy development to inform effective and 
meaningful forms of support.
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Main messages

 ► Older people with multiple long- term conditions experience 
care that is inadequate for their needs.

 ► This work identifies key concerns and priorities for this 
population.

 ► Future research priorities are recommended.

Current research questions
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