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Abstract

Background: There is limited evidence regarding the needs of older people, including those living with frailty, to inform
research priority setting.

Objectives: This systematic review aimed to identify the range of research priorities of community-dwelling older people
living in their own home, including those living with frailty.

Methods: Included studies were from economically developed countries and designed to identify the priorities for research or
unmet needs of community-dwelling older people. Studies were excluded if they described priorities relating to specific health
conditions. Medline, Embase, PsycInfo and CINAHL were searched (January 2010—June 2022), alongside grey literature.
Study quality was assessed, but studies were not excluded on the basis of quality. A bespoke data extraction form was used
and content analysis undertaken to synthesise findings.

Results: Seventy-five reports were included. Seven explicitly aimed to identify the priorities or unmet needs of frail older
people; 68 did not specify frailty as a characteristic. Study designs varied, including priority setting exercises, surveys,
interviews, focus groups and literature reviews. Identified priorities and unmet needs were organised into themes: prevention
and management, improving health and care service provision, improving daily life, meeting carers’ needs and planning ahead.
Discussion: Many priority areas were raised by older people, carers and health/care professionals, but few were identified
explicitly by/for frail older people. An overarching need was identified for tailored, collaborative provision of care and support.
Conclusion: Review findings provide a valuable resource for researchers and health/care staff wishing to focus their research
or service provision on areas of importance for older people.

Keywords: research priorities, older people, frailty, unmet needs

Key Points

* Improving health and care for older people is now being prioritised by governments and research funders, and it is important
that research efforts focus on areas deemed important by older people.
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* Our systematic review identified the range of priorities for research of community-dwelling older people residing in their

own homes, including those living with frailty.

* We identified priorities and unmet needs that were organised into the following themes: prevention and management,
improving health and care service provision, improving daily life, meeting carers’ needs and planning ahead.
* Review findings provide a valuable resource for researchers and health and care staff wishing to focus their research or service

provision on areas of importance for older people.

Introduction

An estimated 19% of the United Kingdom population
are aged over 65 years [1], with projections predicting an
increase to almost one in four (24.2%) by 2038 [2]: a
global pattern of growth [3]. The number of years that
people are living with illness and disability is increasing
[4]. This demographic shift means that there is an ever-
increasing demand for health and care services. Improving
health and care for older people is now being prioritised
by governments and research funders, and it is important
that research efforts focus on areas deemed important by
older people. There is limited evidence regarding the needs
and priorities of older people, including those living with
frailty, to inform the prioritisation of research to address their
needs.

Initial scoping work identified two existing James Lind
Alliance (JLA) priority setting partnerships (PSPs), which
identified the priorities of older people: a UK PSP identified
priorities for research for those with multiple conditions
in later life [5], and a Canadian PSP identified research
priorities for older adults living with frailty [6]. Whilst these
PSPs provide important insight, they are limited in their
applicability to the wider population of older people. Both
focus on sub-populations, and the latter has limited general-
isability—as the authors note, there was over-representation
of people from one city, women and people with a university
education. There are no other JLA PSPs that identify the
general priorities of older people. We wanted to review the
broader literature to assimilate the priorities already identi-
fied by and for older people including, but not limited to,
older people living with frailty. The primary purpose of our
review was to inform the content of a prioritisation survey
for older people in the UK. It also provides a useful resource
for the international ageing research community.

Aim

Our aim was to identify the range of existing priorities for
research of community-dwelling older people residing in
their own homes, including those living with frailty, from the
perspective of older people themselves, their relatives, and
health and social care professionals.

Methods

Our review protocol was registered with the International

Prospective Register of Systematic Reviews (PROSPERO).

We report our methods and findings in accordance with the
Preferred Reporting Items for Systematic Reviews and Meta-
Analyses (PRISMA) guidelines [7].

Search strategy

Before running our final searches, we tested strategies that
included frailty terms in an attempt to separately identify
the priorities of those living with frailty; however, this
narrowed the search output such that important and relevant
papers for this population were excluded. Frailty was thus
not included as a search term; instead, we distinguished
priorities as important to older people living with and
without frailty during data extraction (see below). Our
final search strategies (by D.A.—see Appendix 1) included
terms related to research priorities, older people (limits not
specified, based on our understanding that these may not
always be defined) and design terms relating to participatory
research or priority setting (including systematic reviews
as well as individual studies). Searches were limited to the
most recent 12-year period at the time of the search (2010-
22) to ensure relevance to the current population of older
people, as well as contemporary health and care systems.
Searches were run in Medline, Embase, PsycInfo and
CINAHL.

Reference and citation searching was undertaken for
included papers. Completed JLA PSPs were reviewed for
eligibility, as were relevant policy and guidance documents
(e.g. National Institute for Health and Care Excellence
(NICE) guidance), and charity-commissioned reports (e.g.
Age UK).

Screening and selection

References were downloaded to EndNote software and then
uploaded to Rayyan systematic review software to support
efficient screening by the team. Titles and abstracts were
screened for eligibility by L.G. and C.B. or N.H. Where
there was uncertainty, agreement was reached by consensus
discussions.

Deliberately broad inclusion criteria (Figure 1) enabled an
iterative approach to agreeing study inclusion. For example,
we identified two types of report: those reporting priorities
and those reporting unmet needs. We decided to include
unmet needs as well as priorities because these could be inter-
preted as areas where future research would be beneficial. We
debated the inclusion of studies specific to dementia: whilst a
distinct population, we decided to include studies where the
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Included studies were:

Excluded studies were those that:

or policy development);

identify general priorities for future research.

1) from economically developed countries with similar provision of health and care to the UK
2) identified the priorities for research of community-dwelling older people; and

3) were designed to identify priorities, including PSPs.

1) reported on areas that were not priorities for research (e.g. priorities for health care practices

2) described the priorities for specific conditions (e.g. chronic kidney disease) that would not be

priorities for the wider population of older people; or

3) were intervention studies (randomised controlled trials and other designs) that did not aim to

Figure 1. Study selection criteria.

identified priorities were important to the wider population
of older people (e.g. cognitive screening), but we excluded
those reporting priorities relevant only to those living with
dementia.

Data extraction and management

Following screening and initial selection, full reports of
potentially eligible studies were reviewed by C.B., L.G. and
N.H. A bespoke data extraction form was used, including a
final eligibility check and the following data for extraction:
study aim, participant characteristics, study population,
methodology, findings (identified priorities/unmet needs),
stated implications and quality assessment. Data were
extracted from the first 12 papers by L.G., C.B. and N.H.,
and then discussed to establish consistency. Uncertainties for
later papers were reviewed by a second researcher. Extracted
data were managed in Excel and papers categorised according
to the population—for example, older people with/without
frailty and other stakeholders. We identified participant
characteristics that ‘might” indicate frailty (e.g. older people
with multiple chronic conditions) in reports where frailty
was not overtly specified.

Quality assessment

We did not exclude studies based on an assessment of quality
because we did not require precision for analysis. However,
a judgement of the quality of included studies was made
(where possible) using the Mixed Methods Appraisal Tool
(MMAT) [8] to identify strengths and limitations of the
existing evidence. This tool allowed concomitant appraisal of
quantitative, qualitative and mixed-methods studies: it was
therefore suitable for our review. It produced a score between

0 and 1 (or 0-100%), providing a descriptive (rather than
categorical) framework of study quality.

Analysis

Data extracted from all eligible papers were imported into
NVivo for analysis. Content analysis [9] was used to syn-
thesise the findings: a systematic analytic technique for cat-
egorising data and producing descriptive summaries. The
extracted priorities or unmet needs were reviewed, con-
densed and coded into initial themes (L.G.). Coding was
reviewed by K.S. and A.E, and themes iteratively revised
following discussion. For clarity of reporting, themes were
named ‘priority areas’ describing distinct aspects of older
people’s health or well-being deemed priorities for future
research. Similar priority areas were grouped into domains
that sit within overarching macro-themes.

Results

Study selection

Database searches generated 2,509 records, with 15 addi-
tional records from public sources. Sixty-four journal arti-
cles and 11 reports (identified via other sources) met our
eligibility criteria: 75 reports were included in our review
(Appendix 2).

Study characteristics

Study characteristics are presented in Table 1.

Seven reports aimed to identify the priorities or needs of
older people living with frailty. Twenty-one reports did not
overtly specify ‘frailty’, but the sample description inferred
relevance to this population—for example, ‘older people
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What are the priorities for research of older people living in their own home?

aged >80 with multiple conditions’—although frailty can-
not be assumed. One study was unclear regarding the sample
characteristics but reported a topic that was relevant to
older people living with frailty. Forty-six reports were not
specific to older people with frailty, but were relevant to older
people generally. Sixty-five reports included older people
in their sample, whilst other reports included only other
stakeholders’ (e.g. clinicians, carers) views of older people’s
priorities or unmet needs. Thirty-one reports focused on the
identification of priorities; 44 reported unmet needs.

Many studies did not clearly define the age of their
population, describing only the inclusion of ‘older people’,
or they included a wide age range—e.g. >60 years with no
upper limit.

Study designs included JLA PSPs; priority setting using
JLA methodology; and a wide range of other methods,
including surveys, interviews, focus groups, consensus
groups, workshops and literature reviews. Papers included
in the literature reviews were distinct from the individual
studies included in our review (i.e. not duplicated).

Quality of included studies

Studies that were quality assessed (7=46) varied from
poor/medium quality (z=22) to high/excellent quality
(n=24). Twenty-nine reports did not easily fit the MMAT
scoring approach or there was insufficient information
to inform assessment (e.g. secondary analyses, inadequate
methods reporting).

Synthesis

Identified research priorities and unmet needs are presented
in Table 2. This table displays their frequencies, differenti-
ating between studies focussed on those living with frailey
and those without, those that did and did not include older
people in their sample, and those reporting priorities or
unmet needs.

Where reports were specific to older people living with
dementia, we included only the identified priority areas or
unmet needs relevant to all older people—for example, edu-
cation and training, and adapting the home environment;
we did not include dementia-specific priorities and unmet
needs as these are set out in a UK dementia PSP [10].

Below, we present a thematic summary that includes all
priorities and unmet needs; where priorities are those of older
people explicitly defined as living with frailty, this is stated.

Prevention and management

The prevention, recognition and management of frailty, or
muldiple chronic conditions, was an identified priority for
many participant groups [5, 6, 11-44]. As well as preven-
tion and management being a broadly described area of
concern (for example, general questions around managing
symptom or treatment burden [13, 15, 20]), some studies
also reported specific areas of health that could be managed
better, including oral health [29], incontinence [23-25, 27,

28], pain [5, 37, 39, 40], medication [5, 18, 26, 30, 41—
43] and the impact of vision/hearing loss on functioning
[14, 17, 26-28, 30-35]. Studies with specific frailty pri-
orities addressed prevention of unnecessary hospital visits
[6]; development or use of tools to identify frailty and to
appropriately direct treatment and care decisions [6, 13];
contribution of vision/hearing loss to morbidity [17]; and
prevention and management of frailty through rehabilitation
services, physical activity, diet and nutrition [6].

Improving health and care service provision
Changes to the health and care system

Many reports identified changes to the health and care sys-
tem that might improve older people’s experiences and better
meet their needs. Priorities identified for older people living
with and without frailty included the following: tailoring
healthcare services to meet their needs for care and health
service provision [11, 12, 18, 43-47], tailoring services to
meet the needs of those who are isolated or without support
[6, 48], better integration of health and care services (i.c.
‘joined up care’) [5, 6, 11, 13, 15, 33, 40, 42, 44, 46-51],
improved community and home-based services to support
those with chronic conditions or frailty [6, 14, 22, 37, 40,
43, 48, 50, 52-54], improved healthcare delivery [17, 19,
33, 40, 52, 55], novel models of care [13] and improving
end-of-life care and addressing palliative care needs [6, 13,
56-58].

Priority areas for non-frail older people included improv-
ing transitions of care between hospital and home [12, 18,
41, 50], reducing hospital admission and re-admission rates
[5], identifying effective service delivery models for those
with complex health and social care needs [59], exploring
how to optimise delivery of care models (e.g. comprehensive
geriatric assessment) for those with multiple long-term con-
ditions [5], and improving access to and availability of oral

health services [29, 34, 37].

Decision-making and care planning

The importance of making shared decisions about care needs
and care planning was reported as a priority or unmet
need across all participant groups [13, 15, 46, 50, 60-63].
Older people (all) identified better coordination of hospital
discharge planning as a priority [45, 46]. A shared approach
to care and discharge planning needed to include the older
person, their carers, relatives, and relevant health and social
care professionals (HSCPs) in decision-making processes.

Access to services

Access to services for older people was identified as a prior-
ity by and for non-frail older people including improving
accessibility of services [12, 16, 18, 20, 29, 42, 44, 48,
64] (e.g. staying local, being able to get appointments,
better transport), facilitating better understanding of what is

available and how older people might better navigate the
system [12, 44].
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Mental health needs

The need for interventions to improve the psychological,
social and emotional well-being of older people was identi-
fied by all groups (although the majority of studies were not
specific to those living with frailty). Reports [5, 13, 17, 25,
27, 32, 33, 35, 37, 50, 65-69] suggested that interventions
or approaches are needed to support older people with needs
arising as a result of ageing—for example, low mood due
to physical ill health; or anxiety and distress due to a loss
of identity, self-worth or independence. Addressing physical
and mental health needs together and exploring the interac-
tion between frailty and psychotropic medications [70] were
also identified as priorities for older people living with frailty.

Improving the skills, knowledge and attitudes of health and care
professionals

A priority for all older people was the identification of
relevant skills, knowledge and attitudes thac HSCPs could
improve to better support them [6, 10, 71]. This included
improved communication, in the form of relationship-
building and clarity of information provision [31, 40, 42,
51, 61, 63].

Those not living with frailty also recommended that
HSCPs improve their knowledge and understanding of older
people’s needs and experiences, and expressed a requirement
for their wishes and goals to be considered in health and care
discussions [11, 12, 26]. There was suggestion that workforce
training was needed [5, 16, 23, 29, 30, 49]—including
general approaches to working with older people, as well as
specific training in areas such as continence care or managing
visual or hearing impairment.

Information provision

Those without frailty expressed a need for improved pro-
vision of and access to ‘easy-to-read’ health-related infor-
mation about conditions, symptoms, available support and
treatment including self-management of areas of health such
as oral care, and appropriate levels of physical activity [10,
11, 16, 18, 20, 21, 23, 24, 29, 33, 35, 37, 40, 42, 52, 63].
The need for more accessible information, which takes into
account levels of health literacy and alternative formats (e.g.
to accommodate those with visual impairment), was also

identified [31, 44, 72].

Improving daily life
Maintaining independence

Maintaining independent living at home was reported as
a priority across all participant groups [5, 6, 12-14, 17,
32, 35, 38, 40, 45, 59, 60]. Some studies reported this to
be the most important area for older people [12, 32, 60].
A further priority was the use of aids and equipment to
facilitate mobility and safety [17, 26-28, 35, 40, 69], thereby
improving independence in activities of daily living whilst
minimising the risk of falls.

16

For those without frailty, addressing the barriers to inde-
pendence was important [11, 53, 73, 74]—such as improv-
ing access to professional support, improving access to equip-
ment and the need for environmental adaptations.

Environmental adaptations to improve well-being

Creating age-friendly environments [6, 30, 31, 49, 75]—for
example, intergenerational integration, improved transport
systems, and adaptations for those with visual and hearing
impairment—was a priority for all older people.

For those without frailty, adaptations to the home envi-
ronment—for example, improving accessibility and support-
ing activities of daily living—were identified as ways to
improve independence and meet older people’s daily needs
[19, 32, 38, 40, 53, 62]. The need for better infrastructure
to improve community connections [4], and improved trans-
port [20, 22, 31, 42, 50, 52, 64] was also identified by and
for older people more generally.

Managing the risk and fear of falling

Assessing and reducing risk of falls (including exercise as a
reduction strategy) was a priority expressed by older people
[5, 6]. This was expanded upon by those without frailty, to
include perception and management of risk [5, 27, 33], and
ways in which to address a fear of falling [5, 32].

Improving sleep

One study [5] including older people (not explicitly defined
as frail) identified poor sleep as a concern, and suggested
investigation of the causes and impact of poor sleep and
management strategies.

Addressing social isolation and loneliness

There was a general expressed need for support to manage
loneliness, isolation and sadness [26, 38, 40, 53, 56, 58, 60—
62, 68, 76]—due to personal circumstances, loss of loved
ones, illness, mobility issues or impairments (e.g. visual or
hearing loss) that prevented them from leaving the house.
Greater social integration and support to address these needs,
perhaps through improved provision of and access to social
networks and activities, was thought important [14, 17, 28,
32,37, 44, 48, 55, 56, 60, 67, 68, 77, 78].

Furthermore, those without specified frailty identified the
need for reduction of social isolation and loneliness, and
greater awareness and consideration of its impact on the
physical and mental health of older people [5, 11, 18, 44,
49,75, 79].

Other factors dffecting daily life

Those without frailty reported difficulties experienced in
daily life relating to technology [18, 31, 40], ageism [18,
49, 75] and other forms of discrimination [4, 10, 16, 22,
42, 64, 68, 73, 75, 76, 78, 80] linked to culture, sexuality,
dementia and locality. Some older people reported cultural
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and language barriers to accessing services and information

(20, 52].

Meeting informal carers’ needs

Understanding how to support carers” health and well-being
was a priority for those living with frailty [6]. Similarly, non-
frail groups identified carers’ need for support as an area
of concern: in particular, the need for services that address
carers’ isolation, burnout and stress, and improved respite
support and training to support them [5, 11, 12, 16, 18, 19,
22, 29, 44, 46, 53, 55].

Planning ahead
Housing needs

Help with the decision about the optimal time to move from
home to supported living was a priority for all older people
[6, 81]. The need to identify alternative living options—
such as multigenerational living, home with support and
care home—and to take into account individual living pref-
erences were seen as important areas to consider in the
decision-making process [11, 17, 22]. The Canadian frailty
PSP [6] included evaluation of the costs and benefits of
alternative housing models as one of the top 10 priorities.

Finances

Concerns were expressed about financing care and support,
and the need for more information about the costs of care

[11, 19, 20, 26, 44, 52, 72, 75].

Discussion

Summary of findings

We reviewed 75 reports of the priorities and unmet needs of
older people. The majority (V =65) included older people
in their sample, whilst others reported the priorities as
expressed by those with personal or professional contact
with older people. Priority areas and themes were often
inter-related: for example, prevention and management
of frailty would improve daily life; and an improvement
in the knowledge and skills of health care professionals
might lead to more fruitful discussions about care planning.
An overarching theme therefore might be the need for
‘tailored and collaborative provision of care and support to
older people’.

We included the JLA frailty [6] and multiple conditions
in later life [5] PSPs in our review: these identified priorities
were incorporated into our findings. Some of these priorities
were endorsed by other studies. Our evidence synthesis
identified additional priority areas relevant to older people
with and without frailty, including the tailoring of health care
services to older people’s needs, improved communication
with health and care professionals, shared decision-making
about care and personalised discharge planning. A number of

priorities that were not included in the PSPs fell within our
themes of ‘improving health and care provision’ (e.g. better
access to services, improved provision of health-related infor-
mation) and ‘improving daily life’ (e.g. improved mobility;
the need for social activity, support and connection; and ways
to address loneliness, isolation and sadness).

Many of our identified priority areas were generated by
those without overtly defined frailty; over 20 additional
studies’ had samples with morbidities that might lead some
to be classified as having frailty. These studies elicited priori-
ties that may nevertheless be relevant to those with frailty—
implied by agreement across stakeholder groups on a broad
number of domains and priority areas.

A recent scoping review [82] has also explored the findings
of prior research priority-setting initiatives for older people;
however, the researchers did not restrict their search to
the community setting, and have identified broad research
topics and Population-Intervention-Comparator-Outcome
priorities. They focussed on priority setting initiatives, whilst
we explored the wider literature to identify priorities and
unmet needs; whilst there is overlap between our work, our
findings are complementary.

Methodological considerations

Our search was limited to the 12 preceding years (2010
onwards), which might have excluded reports of relevance.
However, we recovered a large body of literature from a wide
range of countries and consider our findings to be sufficiently
representative of older people’s priorities.

By including priorities ‘and’ unmet needs, and by includ-
ing ‘older people’ without limiting the search to those of
a specific age or level of frailty, we might have been insuf-
ficiently targeted in our reporting of research priorities.
However, we have clearly indicated which priorities were
elicited by different stakeholder groups, so have identified the
priorities of both those with frailty as well as the wider cohort
of older people. We did not exclude studies that focussed on
particular areas such as visual impairment or incontinence.
By including these studies, we have inevitably identified
priority areas that were selected by researchers rather than
generated by participants; however, this does not diminish
their importance to older people, and their findings illustrate
the challenges that older people face.

Testing of our initial search using ‘frailty’ terms identi-
fied few reports, and during data extraction we found that
populations were not always well defined. We would recom-
mend that others searching for frailty-related research adopt
similarly ‘wide’ search criteria to avoid important omissions.

Implications

It is interesting to note that some areas identified as priorities
or unmet needs do have an existing evidence base (e.g.
falls prevention [83]), suggesting that implementation may
need to be addressed. The findings of our review provide
a valuable resource for other researchers wishing to focus
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their research on areas of importance for older people living
with and without frailty. Findings will also be of inter-
est and importance to health and care staff—to inform
them of the areas in which older people feel that they lack
knowledge or are under-supported. Specifically, our research
team [84] have used the review findings to construct a
survey for older people to identify their top priorities for
future research (to be published). These priorities will inform
intervention development and evaluation in areas relevant
to older people, selected to also align with national policy
initiatives to support older people to live well at home for
longer [85].

Conclusion

We have brought together recently published priorities and
needs identified by and for older people, including those with
frailty. This comprehensive review of the literature provides
a concise summary of priorities that will usefully inform the
direction of future research internationally.
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