European Geriatric Medicine (2024) 15:435-444
https://doi.org/10.1007/541999-023-00909-4

RESEARCH PAPER q

Check for
updates

The lived experience of frailty: beyond classification
and towards a holistic understanding of health

Chenhui Chenhuichen' - Aisling M. O'Halloran?3® . Deirdre Lang” - Rose Anne Kenny>3
Roman Romero-Ortuno®3~

Received: 13 August 2023 / Accepted: 27 November 2023 / Published online: 9 January 2024
© The Author(s) 2024

Key summary points

Aim We cross-sectionally described measured characteristics and lived experiences of older adults classified as frail by three
different scales in The Irish Longitudinal Study on Ageing (TILDA).

Findings Despite being classified as frail, more than 60% rated their health positively, and over 77% engaged in active leisure
activities at least once a month.

Message This study challenges the excessively negative perceptions of frailty, underscoring the need for a holistic under-
standing of frailty beyond classification scales.

Abstract

Purpose Frailty is characterised by decreased physiological reserves and vulnerability to stressors. Although scales, such as
the Fried’s Frailty Phenotype (FP), Frailty Index (FI), and Clinical Frailty Scale (CFS), are used to identify frailty, the lived
experience of frailty remains understudied.

Methods This cross-sectional observational research involved participants aged 65 years and older from Wave 1 of The Irish
Longitudinal Study on Ageing (TILDA). Participants were categorised into four independent groups: three frail groups based
on the aforementioned scales and a non-frail group. Quantitative variables, including self-rated health, CASP-19 quality-of-
life score, and frequency of social activities, were analysed and described.

Results The study encompassed 1999 participants with an average age of 72 years, of whom 51% were women. FP exclusively
identified 1.6% as frail (n=32), F1 11.7% (n=233), and CFS 6.8% (n=135). More than 60% of all those classified as frail
reported their health as good, very good, or excellent, with the lowest proportion (64%) being among frail by FI participants.
Frail by FI participants exhibited the lowest mean average CASP-19 score, yet it remained relatively high at 39 out of 57
points. Over 77% of all frail individuals engaged in active leisure activities at least once a month.

Conclusion This study underscores the need to comprehend frailty holistically beyond its mere identification. It challenges
the prevailing belief that frailty inevitably leads to impaired quality of life and limited social engagement. The findings
advocate for a reassessment of how both the general public and healthcare professionals perceive frailty.
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Introduction

Frailty is characterised by impaired functioning and reduced
physiological reserves, and it is defined as a medical syn-
drome or state that increases an individual’s vulnerability
for developing increased dependency and/or mortality when
exposed to a stressor [1, 2]. In recent years, the concept of
frailty and its classification tools have been used to evaluate
outcomes in various clinical settings, such as oncology [3],
surgery [4], intensive care medicine [5] or drug efficacy [6].
Although the medical concept of frailty is clear and many
studies have identified it as a risk factor for adverse health
outcomes including falls, hospitalisations and mortality [7,
8], there are many scales that can be used to identify frailty
in older adults. Frequently used tools include the physical
frailty phenotype (FP) [9], the frailty index (FI) of cumula-
tive deficits [10, 11], and the clinical frailty scale (CFS)
[12,13].

Some scholars have evidenced the considerable hetero-
geneity among older people living with frailty when the
identification has been performed with different tools. For
example, Xue et al. [14] concluded that the FI and FP could
not be interchangeable, as only 12% of their sample were
identified as frail by both scales in their study. Addition-
ally, Romero-Ortuno et al. [15] demonstrated that in Irish
community-dwelling older adults, different frailty scales had
different ability to predict 8-year mortality.

Moreover, most frailty scales usually assess physical
function and/or comorbidities, thus excluding other essen-
tial health-related aspects, such as mood, quality of life, or
social factors. According to the Oxford Dictionary, the term
"lived experience" refers to the "personal knowledge about
the world gained through direct, first-hand involvement in
everyday events rather than through representations con-
structed by other people" [16]. Although, on average, older
people living with frailty tend to have a lower quality of life
than those classified as non-frail [17], Crowder et al. [18]
warned against generalisations when they reported that five
days after receiving chemotherapy, frail older people with
cancer actually reported a better quality of life than those
who were classified as robust.

While understanding the lived experience of older peo-
ple living with frailty can be highly valuable in designing
improvements in their hospital care pathways [19], there is
limited evidence evaluating the lived experience of frailty as
identified by different tools in the community setting. There-
fore, the aim of our study was to cross-sectionally evaluate
the lived experience of older people classified as frail by
different scales in The Irish Longitudinal Study on Ageing
(TILDA).
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Methods
Design and setting

Participants from Wave 1 of TILDA were included in the
present study. TILDA is a population-based longitudinal
study that collects information on the mental and physical
health, economic and social circumstances of people aged 50
and over in Ireland. The assessment was conducted through
a home interview, a self-completion questionnaire, and, in
some participants, a detailed health centre assessment. The
methodology of the study has been extensively described
elsewhere [20-22].

Participants

This was a secondary analysis of the dataset that formed the
basis of the previously published study by Romero-Ortuno
et al. [15], which investigated the ability of different frailty
scales to predict 8-year mortality in TILDA. For the current
study, our focus was on Wave 1 participants aged 65 years
or older who had complete data for frail state classification
according to the available frailty tools. The age cut-off of
65 years and over was chosen to align with the age group
where frailty tools are typically recommended for use [23].

Measures

The four available frailty measures in TILDA were FP, FI,
CFS, and FRAIL [24, 25]. As illustrated in Fig. 2 of the
previously published paper [15], participants were divided
into mutually exclusive groups based on these scales (32
frail participants solely by FP, 233 by FI, 135 by CFS, and
3 by FRAIL), with one group consisting of 1599 non-frail
participants. Due to the quantitative nature of the present
study, it was decided not to include the 3 participants identi-
fied as frail by FRAIL in the analysis.

Briefly, participants were considered frail by FP if
they had >3 features (exhaustion, unexplained weight
loss, weakness, slowness, and low physical activity). The
operationalisation of the frailty phenotype in TILDA fol-
lowed the same criteria as in the Cardiovascular Health
Study [9], with the exception of the physical activity cri-
terion, for which we used the short form of the Interna-
tional Physical Activity Questionnaire [26]. As described
elsewhere, participants were classified as frail based on a
32-item FI (FI>0.25) [27] and the CFS classification tree
(CFS >5) [28].

For group characterisation purposes, “measured”
participant characteristics included sociodemographics
(age, sex, and proportions of third-level education, low
socio-economic group [manual skilled, semi-skilled or
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unskilled], living alone, and rural provenance); body mass
index (BMI, kg/m?); number of self-reported chronic con-
ditions (counted from the following list: heart attack or
heart failure or angina, cataracts, hypertension, high cho-
lesterol, stroke, diabetes, lung disease, asthma, arthritis,
osteoporosis, cancer, Parkinson’s disease, peptic ulcer, and
hip fracture); proportion of having a long-term illness self-
described as “limiting”; number of regular medications
excluding supplements; polypharmacy defined as being
on 5 or more regular medications; number of self-reported
difficulties in basic activities of daily living (BADL,
counted from the following list: dressing, including put-
ting on shoes and socks; walk across a room; bathing or
showering; eating, such as cutting up food; getting in or
out of bed; and using the toilet, including getting up or
down); number of self-reported difficulties with independ-
ent activities of daily living (IADL, counted from this list:
preparing a hot meal; doing household chores e.g., laun-
dry, cleaning; shopping for groceries; making telephone
calls; taking medications; and managing money such as
paying bills and keeping track of expenses); having at least
1 fall in the past year; and the Mini-Mental State Examina-
tion (MMSE) score [29].

To evaluate the lived experiences of the participants, we
collected the following quantitative information:

e Abbreviated Penn State Worry Questionnaire [30]
(scores ranging between 0 and 40), with higher scores
indicating higher levels of worry.

e Being afraid of falling (yes vs. no).

e Center for Epidemiologic Studies Depression Scale
(CES-D) (0-60), with a cut-off value of > 16 identify-
ing significant depressive symptomatology [31].

e Hospital Anxiety and Depression Scale-Anxiety
(HADS-A) (0-21), with a cut-off score of > 8 for anxi-
ety screening [32].

e The quality-of-lifeCASP-19 scale 28 (0-57), with
higher scores indicating greater well-being. The CASP-
19 includes 6 items for control, 5 for autonomy, 4 for
pleasure and 4 for self-realisation [33].

e A 5-item version of the UCLA loneliness scale (0-10),
with higher scores indicating greater levels of loneliness
[34].

e Proportions of having at least two close friends or rela-
tives (social ties); at least one intimate social relation-
ship; at least one formal organisational involvement; par-
taking in any active or social leisure at least once a month
(i.e., go out to films, plays and concerts; attend classes
and lectures; travel for pleasure; play cards, bingo, games
in general; go to the pub; eat out of the house; participate
in sport activities or exercise); partaking in any passive or
solitary leisure activity at least once a month (i.e., watch

television; work in the garden, or your home, or on a car;
read books or magazines for pleasure; listen to music,
radio; spend time on hobbies or creative activities).

e The 32-item Ageing Perceptions Questionnaire (APQ)
assesses self-perceptions of ageing along the following
domains: acute/chronic timeline (5 items, with higher
scores indicating constant higher awareness of one’s
ageing), cyclical timeline (5 items, with higher scores
indicating higher intermittent awareness of one’s age-
ing), positive consequences (3 items, with higher scores
indicating more perceived growth and wisdom as a
consequence of one’s ageing), negative consequences
(5 items, with higher scores indicating more perceived
problems and restrictions as a result of one’s ageing),
positive control (5 items, with higher scores indicating a
more internal locus of control), negative control (4 items,
with lower scores indicating a more external locus of
control), and emotional representations (5 items, with
higher scores indicating greater worry and uncertainty
about the future) [35]. The mean score for each subscale
(minimum: 1; maximum: 5) is calculated.

e Proportion of self-rated memory and overall health (rela-
tive to others of same age) being good, very good, or
excellent.

Statistical analyses

All statistical analyses were carried out using IBM SPSS
Statistics for Windows (version 26.0. Armonk, NY: IBM
Corp). Data were presented as mean with standard deviation
(SD) or median with interquartile range (IQR) for continu-
ous variables, or count with percentage (%) for categorical
variables. To compare a dichotomous variable across groups,
we employed the Chi-square test; and to test if the distribu-
tion of a continuous variable was the same across groups, we
employed the 2-sided independent-samples Kruskal-Wal-
lis test. When an overall difference was identified, we con-
ducted pairwise comparisons and reported the ones that were
statistically significant. We adjusted the level of statistical
significance at p <0.001 as per Bonferroni correction for
multiple tests.

Ethics

The study was conducted according to the guidelines of
the Declaration of Helsinki, and approved by the Faculty
of Health Sciences Research Ethics Committee at Trinity
College Dublin, Dublin, Ireland (wave 1, reference: ‘“The
Irish Longitudinal Study on Ageing’, date of approval: May
2008). Written informed consent was obtained from all par-
ticipants included in the study.
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Results

A total of 1999 participants were included in the present
study, with a mean age of 72.0 years (SD 5.7, range 65-94),
and 1021 (51.1%) being female.

Table 1 compares the measured characteristics of the four
mutually exclusive groups (1599 non-frail, 32 frail solely
by FP, 233 by FI, and 135 by CFS). All three frail groups
were significantly older than the non-frail group (p <0.001).
Although the FP group was on average 3 years older than
the other two frail groups, this did not reach statistical sig-
nificance. The FI group had a higher proportion of females
(66%) compared to the other groups. Additionally, the FP
group had the lowest BMI. In terms of multimorbidity, the
FI group had a higher number of chronic conditions (median
of 4 vs. 2 for the other groups), a higher proportion of limit-
ing long-term illness (54%), and a higher number of regular
medications (median of 6) and polypharmacy (72%). The
CFS group demonstrated a concentration of both BADL and
IADL disability. The three frail groups experienced more
falls in the past year compared to the non-frail group, with
the highest proportion of fallers in the FP group (38%). Fur-
thermore, the FP group had the lowest mean MMSE score
(25 points).

Regarding the lived experiences, Table 2 displays the
mean scores of the evaluated scales across the different
groups. In general, worry levels were low in the frailty
groups, ranging from a mean of 13—17 points out of 40 in
the abbreviated Penn State Worry Questionnaire, and there
were no significant differences compared to the non-frail
group. Frail individuals exhibited a higher prevalence of fear
of falling compared to their non-frail counterparts. Depres-
sive symptoms were very low across frail groups, ranging
from a mean of 5 to 7 points out of 60 in the CES-D scale,
compared to a mean of 4 points in the non-frail group. Anxi-
ety symptoms were also generally low (mean HADS-A of
5 to 6 points across frailty groups, compared to 4 points in
the non-frail group). In terms of quality of life, the FI group
had the lowest mean of 39 out of 57 points in the CASP-
19 scale, followed by 41 points in the FP group, 44 points
in the CFS group, and 46 points in the non-frail group. In
terms of quality-of-life subdimensions, although frail groups
had lower scores in autonomy, control, and self-realisation,
their pleasure scores were not different even in comparison
with the non-frail group (14 points across the board). Mean
loneliness was higher in the FI group, but the average sever-
ity was low with a mean score of 3 out of 10, compared to a
mean of 2 in the other three groups.

In terms of social variables, the FP group reported the
lowest proportion of formal organisational involvement
(44% compared to 73% in the non-frail group) and engage-
ment in active leisure activities, but the latter proportion
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was still a remarkable 78% compared to 90% in the non-frail
group. There were no statistically significant differences in
other social variables across the board, with proportions of
close social ties ranging from 97 to 99%, engagement in soli-
tary leisure activities ranging from 96 to 100%, and having
an intimate relationship ranging from 46 to 58%.

Perceptions of ageing were found to differ across groups.
Specifically, the FP group exhibited a higher mean nega-
tive consequences score (4 out of 5) compared to the other
groups (3 out of 5). There were no statistically significant
differences observed in emotional representation, positive
consequences, or positive control scores between the groups.

Regarding self-rated memory, the FI and FP groups
reported lower scores, but a majority proportion (67% and
72%, respectively) still rated their memory as at least good.
Similarly, for overall self-rated health, the FI and FP groups
also showed substantial proportions (64% and 72%, respec-
tively) rating their health as at least good.

Discussion

In this study, we aimed to explore differences among indi-
viduals aged 65 or older living in the community in Ireland,
focusing on those classified as frail using three different
scales: Fried's Frailty Phenotype (FP), Frailty Index (FI),
and Clinical Frailty Scale (CFS).

In terms of measured characteristics, pairwise com-
parisons demonstrated that, when compared to the non-
frail group, the frail groups were older, had more limiting
long-term illnesses, experienced more polypharmacy, had
higher proportions of falls in the past year, and exhibited
worse cognition. Within the frailty groups, the FI group
had a majority of women, while in the FP group, men were
the majority. As expected, given the explicit inclusion of
unexplained weight loss in its criteria, the FP group had
the lowest BMI. Also as expected, given the inclusion of
several morbidities as constituent deficits, the FI group
exhibited the highest multimorbidity. On the other hand,
mirroring the importance of disability in the generation of
the CFS classification tree, the CFS group concentrated on
disability. In that regard, our findings align with the spe-
cific domains intended to be assessed by each frailty scale.
These findings emphasise the complementary value of
using multiple frailty identification scales to gain a more
comprehensive understanding of how frailty relates to var-
ious geriatric syndromes in older individuals. Indeed, by
assessing all geriatric domains, Comprehensive Geriatric
Assessment (CGA) provides a more complete picture than
that offered by frailty identification tools.

In terms of the lived experience, when compared to the
non-frail group, the frail groups exhibited a higher level of
fear of falling, more depressive symptoms, lower quality of
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Table 1 Measured participant characteristics

NF (n=1599)

FP (n=32)

FI (n=233)

CFS (n=135)

Overall p value and signifi-
cant pairwise comparisons

Mean age (SD), years

Female sex (%)

Third-level education (%)

Socio-economic group: manual skilled, semi-skilled
or unskilled (%)

Lives alone (%)
Rural provenance (%)
Mean BMI (SD), Kg/m?

Median number of chronic conditions (IQR)

Limiting long-term illness (%)

Median number of medications (IQR)

Polypharmacy (%)

Any BADL disability (%)

Any IADL disability (%)

At least 1fall in the last year (%)

Mean MMSE score (SD)

71.5(5.5)

30.0
24.3

26.3
433
27.8 (0.1)

2.0 (2.0)

13.0

2.0 3.0)

20.7

0.0

0.0

19.3

27.7(3.3)

77.0(5.9)

34.4

16.1
19.2

313
522
26.1 (1.3)

2.0 (2.0)

34.4

4.0 3.0)

44.8

0.0

0.0

25.1(5.3)

73.6 (5.9)

66.1

21.2
28.3

343
437
27.9 (0.6)

4.0 (2.0)

6.0 (4.0)

72.3

0.0

0.0

28.9

26.1 (6.2)

74.1 (6.5)

51.1

26.2
26.9

31.9
37.8
27.9 (0.7)

2.0 (2.0)

36.3

4.0 3.0)

74.8

26.7

26.5 (5.1)

<0.001*
NF-FP
NF-FI
NF-CFS

<0.001*
FI-NF
FI-FP
FI-CFS

0.018"
0.576"

0.046*
0.582*

0.001*
FI-FP
FI-NF

<0.001*
FI-NF
FI-FP
FI-CFS

<0.001*
NF-FP
NF-FI
NF-CFS
FI-NF
FI-FP
FI-CFS

<0.001*
NF-FP
NF-FI
NF-CFS
FI-FP
FI-CFS

<0.001*
NF-FP
NF-FI
NF-CFS
FI-FP
FI-CFS

<0.001*
CFS-NF
CFS-FP
CFS-FI

<0.001*
CFS-NF
CFS-FP
CFS-FI

<0.001*
NF-FP
NF-FI
NF-CFS
<0.001*
NF-FP
NF-FI

NF non-frail, FP frailty phenotype, FI frailty index, CFS clinical frailty scale, BMI Body Mass Index, MMSE Mini-Mental State Examination,
BADL basic activities of daily living, JADL independent activities of daily living, SD standard deviation, /QR interquartile range

*Independent-samples Kruskal-Wallis test
#Chi-square test
Significant differences are highlighted in bold
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Table 2 Lived experience characteristics

NF (n=1599) FP (n=32) FI (n=233) CFS (n=135) Overall p value and signifi-
cant pairwise comparisons
Worry: mean aPSWQ score (SD) [0—40] 13.8 (0.2) 16.6 (1.7) 14.3 (0.6) 13.4 (0.6) 0.117*
Afraid of falling (%) 21.7 53.1 38.6 37.8 <0.001*
NF-FP
NF-FI
NF-CFS
Depression: mean CES-D score (SD) [0-60] 4.1(0.1) 6.8 (1.1) 6.8 (0.5) 5.4(0.5) <0.001*
NF-FI
Anxiety: mean HADS-A score (SD) [0-21] 4.4 (0.1) 5.9 (0.8) 5.4(0.3) 4.5(0.3) 0.004*
Quality of life: mean CASP-19 score (SD) [0-57] 46.0 (0.2) 41.1(1.9) 39.4 (0.9) 43.8 (0.9) <0.001*
FI-NF
FI-CFS
Autonomy 11.7 (0.1) 10.6 (0.6) 10.4 (0.2) 11.3(0.3) <0.001*
FI-NF
FI-CFS
Control 9.0 (0.1) 7.7 (0.6) 7.5(0.2) 8.4 (0.2) <0.001*
FI-NF
FI-CFS
Pleasure 14.2 (0.0) 14.1 (0.3) 13.7 (0.1) 13.9(0.2) 0.003*
Self-realisation 11.6 (0.1) 10.3 (0.4) 10.3 (0.2) 10.9 (0.3) <0.001*
FI-NF
Loneliness: mean UCLA score (SD) [0-10] 1.7 (0.1) 2.3(0.5) 2.5(0.2) 1.7 (0.2) <0.001*
FI-NF
>2 close social ties (%) 98.9 96.8 98.2 98.5 0.620%
Intimate relationship (%) 51.1 46.2 57.8 56.5 0.199*
Formal organisational involvement (%) 72.9 44.4 61.4 69.4 <0.001*
NF-FP
NF-FI
Partakes in active leisure (%) 90.1 77.8 82.1 85.5 0.001%
NF-FI
Partakes in solitary leisure (%) 98.8 96.3 98.1 100 0.291%
Ageing Perceptions Questionnaire (APQ)
Mean acute/chronic timeline score (SD) 2.6 (0.8) 3.2(1.0) 3.0(0.9) 2.9 (0.9) <0.001*
NF-FP
NF-FI
Mean cyclical timeline score (SD) 2.7 (0.8) 3.2(0.8) 3.0(0.8) 2.8 (0.8) <0.001*
NF-FI
Mean positive consequences score (SD) 3.7(0.7) 3.9(0.8) 3.7(0.8) 3.8 (0.6) 0.322%
Mean negative consequences score (SD) 2.9 (0.8) 3.6 (0.7) 3.40.7) 3.2(0.8) <0.001*
NF-FP
NF-FI
NF-CFS
Mean positive control score (SD) 3.9 (0.6) 3.9(0.7) 3.8(0.7) 4.0 (0.5) 0.006*
Mean negative control score (SD) 3.1(0.8) 2.6 (0.8) 2.9(0.7) 2.9(0.9) <0.001*
FI-NF
Mean emotional representations score (SD) 2.2(0.7) 2.6 (0.9) 2.5(0.8) 2.3(0.9) 0.002*
Self-rated health (relative to others of same age): good, very ~ 93.2 71.9 63.9 85.2 <0.001*
good or excellent (%) NF-FP
NF-FI
NF-CFS
FI-CFS
Self-rated memory: good, very good or excellent (%) 85.5 719 67.0 81.5 <0.001*
FI-NF
FI-CFS

NF non-frail, FP frailty phenotype, FI frailty index, CF'S clinical frailty scale, aPSWQ abbreviated Penn State Worry Questionnaire, SD standard
deviation, CES-D Center for Epidemiologic Studies Depression Scale, HADS-A Hospital Anxiety and Depression Scale-Anxiety, APQ Ageing

Perceptions Questionnaire
*Independent-samples Kruskal-Wallis test
#Chi-square test

Significant differences are highlighted in bold
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life, decreased participation in organisations and active lei-
sure, worse perceptions of ageing, lower self-rated health,
and poorer self-rated memory. Among the frailty groups,
the FI group appeared to have the most adverse profile in
terms of quality of life, perceptions of negative conse-
quences of ageing, as well as lower self-rated health and
poorer self-rated memory.

While the aforementioned differences indicate the
expected fact that measured characteristics and lived expe-
riences are more adverse in frail individuals compared to
non-frail ones, the most remarkable finding of our study is
that, even among individuals classified as frail, the extent
of the negative impact was not as pronounced as one might
assume. This observation challenges the traditional per-
ception that frailty invariably leads to very poor quality
of life and mental well-being. Indeed, our data indicated
that even in the presence of physical limitations and health
challenges, a significant proportion of frail individuals
reported positive perceptions of their health, mental status,
and overall well-being.

Previous research in the literature has consistently asso-
ciated frailty with negative outcomes, including negative
perceptions and social stigma [36, 37]. Shafiq et al.'s [38]
recent review further highlighted that frailty is often per-
ceived negatively, linked to the natural ageing process,
increased dependency, loss of identity, social exclusion,
and stigma. In contrast, our study challenges this prevail-
ing assumption by providing evidence that good lived
experiences are prevalent among frail individuals. This
timely counterpoint is essential, because, as noted by other
scholars, labeling individuals as 'old and frail' may con-
tribute to the development of a frailty identity, leading to
attitudinal and behavioural confirmation, which includes
a reduced interest in participating in social and physical
activities, poor physical health, and increased stigmatisa-
tion [39-42]. Our findings emphasise the resilience and
adaptability of frail individuals, offering a more nuanced
perspective on the lived experience of frailty and ques-
tioning the common belief that frailty is not worth liv-
ing. Indeed, in our study, the mean scores of the evaluated
scales indicated low levels of negative mental states, such
as worry, anxiety, depression, and loneliness, among the
frailty groups. Moreover, perceptions of quality of life and
self-perception of ageing, health, and mental status were
relatively high.

The relationship between mood disorders and frailty has
been the subject of previous research, although the exact
mechanisms and direction of this relationship remain not
fully understood. Some studies have demonstrated an asso-
ciation between frailty and mood disorders, such as depres-
sion and anxiety, particularly in specific diseases like cardio-
vascular conditions [43] or oncological diseases [44]. These
authors suggest that disease-specific symptoms or directed

treatments may exacerbate both physiological and psycho-
logical status, emphasising the importance of early detec-
tion and screening for mood disorders and worry in frail
individuals, as they are related to poor clinical outcomes.

Similarly, Ni Mhaoldin et al. [45] found higher levels of
anxiety and depression among participants classified as pre-
frail or frail according to the FP scale. It is worth noting that
the prevalence of frailty in these aforementioned studies was
higher compared to our study, with a greater proportion of
participants exhibiting positive screening tests for mood dis-
orders. The observed disparity in frailty prevalence between
our study and previous research, along with the fact that our
sample was community-based rather than clinic-based, may
account for the differences in our findings.

In our study, the scores of the UCLA loneliness scale
were found to be quite low, and the majority of participants
reported having more than two close social ties. Interest-
ingly, participants identified as frail by the FP scale were
the ones who exhibited lower levels of formal organisational
involvement and participated less in social and solitary
activities. These findings may be attributed to the physi-
cal limitations detected by this specific scale, which could
impact their engagement in social and leisure activities.
Alternatively, they may be explained by the higher propor-
tion of men in the FP group, and the possibility that gender-
specific social behavioural aspects may be in the mix [46].

A recent scoping review demonstrated a link between
loneliness, social isolation, and frailty, although the evi-
dence supporting a clear interplay between these factors
remains limited [47]. Moreover, the concept of social frailty
has emerged, highlighting the need for a comprehensive
evaluation of the social environment. While a consensus on
its evaluation is yet to be established, it typically includes
aspects such as living arrangements, engagement in outdoor
activities, frequency of friends’ visits, feelings of helpful-
ness, and regular communication with someone each day.
Social frailty has been associated with a higher risk of dis-
ability [48] and worse health-related quality of life [49],
underscoring the importance of considering social factors
in the context of frailty and overall well-being.

Our study has several strengths that contribute to its sig-
nificance. First, it offers a comprehensive evaluation of the
lived experiences of individuals with frailty living in the
community, making it, to our knowledge, the first of its kind.
Second, the inclusion of a large number of participants from
TILDA enhances the reliability and relevance of our findings
to the broader non-clinical community-dwelling population
in Ireland.

Our main aim was to investigate differences in lived
experiences between frail and non-frail individuals. How-
ever, a secondary aim was to examine differences among
various frailty classifications (i.e., FP, FI, and CFS), which
required that the frailty groups be mutually exclusive. While
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including overlapping frailty classifications might have
resulted in higher reported frailty prevalences, it would have
hindered our ability to discern similarities or differences
between the various frailty classifications. Nonetheless, one
limitation of our study is the relatively lower prevalence of
frailty compared to previous research conducted in clini-
cal settings. For instance, the FP group was notably small,
which limited the statistical power of comparisons involving
this particular group. This disparity may restrict the exter-
nal validity when extrapolating our findings to clinical or
institutionalised populations. In that regard, it is vital for cli-
nicians not to inappropriately extrapolate their experiences
from clinical populations to the broader non-clinical popu-
lation, because the characteristics and needs of individuals
seeking clinical care may differ significantly from those of
community-dwelling individuals.

Our study is cross-sectional in nature and given that a frailty
state can be of variable duration in individuals and relapse and
remit over time, further research with longitudinal data may
provide additional insights. Another limitation worth noting
is our reliance on self-report for data collection, encompass-
ing both the measured characteristics and the lived experience
aspects. While self-report measures are practical and commonly
used in population-based surveys, they may be subject to biases
and inaccuracies, which could influence the validity and reli-
ability of our results. Despite the possibility of social desir-
ability bias, it is important to highlight that the average MMSE
scores were above the cut-off of 24 points [50] for all groups.
This suggests that, on average, participants exhibited good cog-
nitive status, which may provide some reassurance regarding
the validity and accuracy of the self-reported data collected
in our study. However, it is essential to remain cautious and
consider potential biases when interpreting the findings. We
recognise that the gold standard data modality for analysing
lived experiences is qualitative, rather than quantitative. While
our study utilised quantitative measures to evaluate various
aspects of lived experiences, we acknowledge that qualitative
methods, such as interviews and in-depth narratives, provide a
more nuanced and in-depth understanding of individuals' expe-
riences. These qualitative approaches can capture the richness
and complexity of lived experiences, allowing for a deeper
exploration of emotions, perspectives, and contextual factors
that quantitative measures may not fully capture.

In conclusion, our study emphasises that beyond identify-
ing frailty, it is crucial to consider additional aspects of health
and well-being to comprehend the lived experience of indi-
viduals with frailty fully. The relatively low levels of negative
mental states among the frailty groups challenge preconceived
notions about frailty's impact on overall well-being. These
findings underscore the necessity of re-evaluating the percep-
tion of frailty among both the general population and health-
care professionals. By understanding the lived experiences

@ Springer

of individuals with frailty, we can develop more holistic and
person-centred approaches to support their well-being and
quality of life. Further research is warranted to explore these
aspects in diverse populations and to develop targeted inter-
ventions that address the multifaceted nature of frailty.

Funding Open Access funding provided by the IReL. Consortium. The
Irish Longitudinal Study on Ageing (TILDA) is funded by Atlantic
Philanthropies, the Irish Department of Health and Irish Life. Support
for this study was also received from Science Foundation Ireland (SFI),
Grant Number 18/FRL/6188.

Declarations
Conflict of interest None.

Ethical approval The study was conducted according to the guidelines
of the Declaration of Helsinki, and approved by the Faculty of Health
Sciences Research Ethics Committee at Trinity College Dublin, Dub-
lin, Ireland (wave 1, reference: ‘The Irish Longitudinal Study on Age-
ing’, date of approval: May 2008).

Informed consent Written informed consent was obtained from all
participants included in the study.

Open Access This article is licensed under a Creative Commons Attri-
bution 4.0 International License, which permits use, sharing, adapta-
tion, distribution and reproduction in any medium or format, as long
as you give appropriate credit to the original author(s) and the source,
provide a link to the Creative Commons licence, and indicate if changes
were made. The images or other third party material in this article are
included in the article’s Creative Commons licence, unless indicated
otherwise in a credit line to the material. If material is not included in
the article’s Creative Commons licence and your intended use is not
permitted by statutory regulation or exceeds the permitted use, you will
need to obtain permission directly from the copyright holder. To view a
copy of this licence, visit http://creativecommons.org/licenses/by/4.0/.

References

1. Campbell AJ, Buchner DM (1997) Unstable disability and the
fluctuations of frailty. Age Ageing 26(4):315-318

2. Clegg A, Young J, Iliffe S, Rikkert MO, Rockwood K (2013)
Frailty in elderly people. Lancet 381(9868):752-762

3. Cai M, Gao Z, Liao J, Jiang Y, He Y (2022) Frailty affects prog-
nosis in patients with colorectal cancer: a systematic review and
meta-analysis. Front Oncol 12:1017183

4. Kennedy CA, Shipway D, Barry K (2022) Frailty and emergency
abdominal surgery: a systematic review and meta-analysis. Sur-
geon 20(6):e307-e314

5. Fernando SM, Mclsaac DI, Perry JJ, Rochwerg B, Bagshaw
SM, Thavorn K et al (2019) Frailty and associated outcomes and
resource utilization among older ICU Patients with suspected
infection. Crit Care Med 47(8):669—676

6. ButtJH, Dewan P, Jhund PS, Anand IS, Atar D, Ge J et al (2022)
Sacubitril/valsartan and frailty in patients with heart failure and
preserved ejection fraction. ] Am Coll Cardiol 80(12):1130-1143

7. HuK, Zhou Q, Jiang Y, Shang Z, Mei F, Gao Q et al (2021) Asso-
ciation between frailty and mortality, falls, and hospitalization


http://creativecommons.org/licenses/by/4.0/

European Geriatric Medicine (2024) 15:435-444

443

10.

11.

12.

13.

14.

15.

16.

17.

18.

19.

20.

21.

22.

23.

24.

25.

26.

among patients with hypertension: a systematic review and meta-
analysis. Biomed Res Int 2021:2690296

Theou O, Sluggett JK, Bell JS, Lalic S, Cooper T, Robson L et al
(2018) Frailty, hospitalization, and mortality in residential aged
care. J Gerontol A Biol Sci Med Sci 73(8):1090-1096

Fried LP, Tangen CM, Walston J, Newman AB, Hirsch C, Gott-
diener J et al (2001) Frailty in older adults: evidence for a pheno-
type. J Gerontol A Biol Sci Med Sci 56(3):M146-M 156
Rockwood K, Mitnitski A (2007) Frailty in relation to the accumu-
lation of deficits. J Gerontol A Biol Sci Med Sci 62(7):722-727
Searle SD, Mitnitski A, Gahbauer EA, Gill TM, Rockwood K
(2008) A standard procedure for creating a frailty index. BMC
Geriatr 8:24

Rockwood K, Song X, MacKnight C, Bergman H, Hogan DB,
McDowell I et al (2005) A global clinical measure of fitness and
frailty in elderly people. CMAJ 173(5):489-495

Theou O, Perez-Zepeda MU, van der Valk AM, Searle SD,
Howlett SE, Rockwood K (2021) A classification tree to assist
with routine scoring of the Clinical Frailty Scale. Age Ageing
50(4):1406-1411

Xue QL, Tian J, Walston JD, Chaves PHM, Newman AB,
Bandeen-Roche K (2020) Discrepancy in frailty identification:
move beyond predictive validity. J] Gerontol A Biol Sci Med Sci
75(2):387-393

Romero-Ortuno R, Hartley P, Kenny RA, O’Halloran AM (2022)
Frail by different measures: a comparison of 8-year mortality in
The Irish Longitudinal Study on Ageing (TILDA). Eur Geriatr
Med 13(1):279-284

Chandler D, Munday R (2011) A dictionary of media and com-
munication. Oxford University Press, Oxford

Kojima G, Iliffe S, Jivraj S, Walters K (2016) Association between
frailty and quality of life among community-dwelling older peo-
ple: a systematic review and meta-analysis. J] Epidemiol Com-
munity Health 70(7):716-721

Crowder SL, Hoogland Al, Small BJ, Carpenter KM, Fischer SM,
Li D et al (2022) Associations among frailty and quality of life
in older patients with cancer treated with chemotherapy. J Geriatr
Oncol 13(8):1149-1155

Patel V, Lindenmeyer A, Gao F, Yeung J (2023) A qualitative
study exploring the lived experiences of patients living with mild,
moderate and severe frailty, following hip fracture surgery and
hospitalisation. PLoS ONE 18(5):e0285980

Whelan BJ, Savva GM (2013) Design and methodology of the
Irish Longitudinal Study on Ageing. ] Am Geriatr Soc 61(Suppl
2):5265-S268

Kearney PM, Cronin H, O’Regan C, Kamiya Y, Savva GM,
Whelan B et al (2011) Cohort profile: the Irish Longitudinal Study
on Ageing. Int J Epidemiol 40(4):877-884

Donoghue OA, McGarrigle CA, Foley M, Fagan A, Meaney J,
Kenny RA (2018) Cohort profile update: the Irish Longitudinal
Study on Ageing (TILDA). Int J Epidemiol 47(5):1398-13981
Boreskie KF, Hay JL, Boreskie PE, Arora RC, Duhamel TA
(2022) Frailty-aware care: giving value to frailty assessment
across different healthcare settings. BMC Geriatr 22(1):13
Morley JE, Malmstrom TK, Miller DK (2012) A simple frailty
questionnaire (FRAIL) predicts outcomes in middle aged African
Americans. J Nutr Health Aging 16(7):601-608

O’Halloran AM, Laird EJ, Feeney J, Healy M, Moran R, Beatty S
et al (2020) Circulating micronutrient biomarkers are associated
with 3 measures of frailty: evidence from the Irish Longitudinal
Study on Ageing. ] Am Med Dir Assoc 21(2):240-7.e5
Romero-Ortuno R, Scarlett S, O’Halloran AM, Kenny RA (2019)
Is phenotypical prefrailty all the same? A longitudinal investigation
of two prefrailty subtypes in TILDA. Age Ageing 49(1):39—45

217.

28.

29.

30.

31.

32.

33.

34.

35.

36.

37.

38.

39.

40.

41.

42.

43.

44,

45.

Roe L, Normand C, Wren MA, Browne J, O’Halloran AM (2017)
The impact of frailty on healthcare utilisation in Ireland: evi-
dence from the Irish longitudinal study on ageing. BMC Geriatr
17(1):203

O’Halloran AM, Hartley P, Moloney D, McGarrigle C, Kenny
RA, Romero-Ortuno R (2021) Informing patterns of health and
social care utilisation in Irish older people according to the Clini-
cal Frailty Scale. HRB Open Res 4:54

Folstein MF, Folstein SE, McHugh PR (1975) “Mini-mental
state”. A practical method for grading the cognitive state of
patients for the clinician. J Psychiatr Res 12(3):189-198
Wathrich VM, Johnco C, Knight A (2014) Comparison of the
Penn State Worry Questionnaire (PSWQ) and abbreviated ver-
sion (PSWQ-A) in a clinical and non-clinical population of
older adults. J Anxiety Disord 28(7):657-663

Lewinsohn PM, Seeley JR, Roberts RE, Allen NB (1997)
Center for Epidemiologic Studies Depression Scale (CES-D)
as a screening instrument for depression among community-
residing older adults. Psychol Aging 12(2):277-287

Stern AF (2014) The hospital anxiety and depression scale.
Occup Med 64(5):393-394

Hyde M, Wiggins RD, Higgs P, Blane DB (2003) A measure
of quality of life in early old age: the theory, development and
properties of a needs satisfaction model (CASP-19). Aging
Ment Health 7(3):186-194

Domenech-Abella J, Mundo J, Haro JM, Rubio-Valera M
(2019) Anxiety, depression, loneliness and social network in
the elderly: longitudinal associations from The Irish Longitu-
dinal Study on Ageing (TILDA). J Affect Disord 246:82-88
Kenny RA, Whelan BJ, Cronin H, Kamiya Y, Kearney PM,
O'Regan C et al (2010) The design of the Irish longitudinal
study on ageing. https://tilda.tcd.ie/publications/reports/pdf/
Report_DesignReport.pdf. Accessed 30 July 2023

Pickard S, Cluley V, Danely J, Laceulle H, Leon-Salas J, Van-
houtte B et al (2019) New horizons in frailty: the contingent,
the existential and the clinical. Age Ageing 48(4):466—471
Cluley V, Martin G, Radnor Z, Banerjee J (2021) Talking about
frailty: the role of stigma and precarity in older peoples’ con-
structions of frailty. J Aging Stud 58:100951

Shafiq S, Haith-Cooper M, Hawkins R, Parveen S (2023) What
are lay UK public perceptions of frailty: a scoping review. Age
Ageing. https://doi.org/10.1093/ageing/afad045

Fillit H, Butler RN (2009) The frailty identity crisis. J Am Geri-
atr Soc 57(2):348-352

Andrew MK, Fisk JD, Rockwood K (2012) Psychological well-
being in relation to frailty: a frailty identity crisis? Int Psycho-
geriatr 24(8):1347-1353

Robertson DA, Savva GM, King-Kallimanis BL, Kenny RA
(2015) Negative perceptions of aging and decline in walking
speed: a self-fulfilling prophecy. PLoS ONE 10(4):e0123260
Warmoth K, Lang IA, Phoenix C, Abraham C, Andrew MK,
Hubbard RE et al (2016) ‘Thinking you’re old and frail’:
a qualitative study of frailty in older adults. Ageing Soc
36(7):1483-1500

Uchmanowicz I, Lomper K, Gros M, Kaluzna-Oleksy M,
Jankowska EA, Rosinczuk J et al (2020) Assessment of frailty
and occurrence of anxiety and depression in elderly patients with
atrial fibrillation. Clin Interv Aging 15:1151-1161

Gilmore N, Kehoe L, Bauer J, Xu H, Hall B, Wells M et al (2021)
The relationship between frailty and emotional health in older
patients with advanced cancer. Oncologist 26(12):2181-e2191
Ni Mhaolain AM, Fan CW, Romero-Ortuno R, Cogan L, Cunning-
ham C, Kenny RA et al (2012) Frailty, depression, and anxiety in
later life. Int Psychogeriatr 24(8):1265-1274

@ Springer


https://tilda.tcd.ie/publications/reports/pdf/Report_DesignReport.pdf
https://tilda.tcd.ie/publications/reports/pdf/Report_DesignReport.pdf
https://doi.org/10.1093/ageing/afad045

444

European Geriatric Medicine (2024) 15:435-444

46.

47.

48.

49.

Thomas PA (2011) Gender, social engagement, and limitations in
late life. Soc Sci Med 73(9):1428-1435

Mehrabi F, Béland F (2020) Effects of social isolation, loneli-
ness and frailty on health outcomes and their possible mediators
and moderators in community-dwelling older adults: A scoping
review. Arch Gerontol Geriatr 90:104119

Makizako H, Shimada H, Tsutsumimoto K, Lee S, Doi T,
Nakakubo S et al (2015) Social frailty in community-dwelling
older adults as a risk factor for disability. ] Am Med Dir Assoc
16(11):1003.e7-.e11

Ko Y, Lee K (2022) Social frailty and health-related quality of
life in community-dwelling older adults. Int ] Environ Res Public
Health 19(9):5659

@ Springer

50. Creavin ST, Wisniewski S, Noel-Storr AH, Trevelyan CM, Hamp-
ton T, Rayment D et al (2016) Mini-Mental State Examination
(MMSE) for the detection of dementia in clinically unevaluated
people aged 65 and over in community and primary care popula-
tions. Cochrane Database Syst Rev 2016(1):CD011145

Publisher's Note Springer Nature remains neutral with regard to
jurisdictional claims in published maps and institutional affiliations.



	The lived experience of frailty: beyond classification and towards a holistic understanding of health
	Key summary points
	Aim 
	Findings 
	Message 

	Abstract
	Purpose 
	Methods 
	Results 
	Conclusion 

	Introduction
	Methods
	Design and setting
	Participants
	Measures
	Statistical analyses
	Ethics

	Results
	Discussion
	References




