Royal College of Surgeons in Ireland

UNIVERSITY repository@rcsi.com
OF MEDICINE

R SI AND HEALTH
SCIENCES

[<constuso MY sruauz|

The experience of recurrent fallers in the first year after stroke

AUTHOR(S)

Mary Walsh, Rose Galvin, David Williams, Joseph A Harbison, Sean Murphy, Ronan Collins, Dominick JH
McCabe, Morgan Crowe, Frances Horgan

CITATION
Walsh, Mary; Galvin, Rose; Williams, David; Harbison, Joseph A; Murphy, Sean; Collins, Ronan; et al. (2022):
The experience of recurrent fallers in the first year after stroke. Royal College of Surgeons in Ireland. Journal
contribution. https://hdl.handle.net/10779/rcsi.19658754.v1
HANDLE

10779/rcsi.19658754.v1
LICENCE

CC BY-NC-ND 4.0

This work is made available under the above open licence by RCSI and has been printed from
https://repository.rcsi.com. For more information please contact repository@rcsi.com

URL

https://repository.rcsi.com/articles/journal_contribution/The_experience_of recurrent_fallers_in_the_first_year_
after_stroke/19658754/1


mailto:repository@rcsi.com
https://hdl.handle.net/10779/rcsi.19658754.v1
https://creativecommons.org/licenses/by-nc-nd/4.0/
https://repository.rcsi.com
mailto:repository@rcsi.com
https://repository.rcsi.com/articles/journal_contribution/The_experience_of_recurrent_fallers_in_the_first_year_after_stroke/19658754/1

The experience of recurrent fallers in the first year after stroke

This is an accepted manuscript of an article published by Taylor and Francis in Disability
and Rehabilitation on the 26th September 2017 (Epub ahead of print) and is available
online at https://www.tandfonline.com/doi/abs/10.1080/09638288.2017.1381182

Authors

IMary E. Walsh*, 2Rose Galvin, >*David JP. Williams, >°Joseph A. Harbison, #”8Sean
Murphy, ®°Ronan Collins, 1%1%12Dominick JH. McCabe, 13Morgan Crowe, N. Frances

Horgan

Author Affiliations

1School of Physiotherapy, Royal College of Surgeons in Ireland, Dublin 2, Ireland;
’Department of Clinical Therapies, Faculty of Education and Health Sciences, Health
Research Institute, University of Limerick, Ireland; 3Department of Geriatric and Stroke
Medicine, Beaumont Hospital, Dublin 9, Ireland; *School of Medicine, Royal College of
Surgeons in Ireland, Dublin 2, Ireland; >Department of Medicine for the Elderly, St
James' Hospital, Dublin 8, Ireland; ¢Discipline of Medical Gerontology, School of
Medicine, University of Dublin Trinity College, Dublin 2, Ireland ’Department of
Medicine for the Older Person, Mater Misericordiae University Hospital, Dublin 7,
Ireland; 8School of Medicine, University College Dublin, Dublin, Ireland; °Department of
Age-related Healthcare, The Adelaide and Meath Hospital, Dublin, incorporating the
National Children’s Hospital, Dublin, Ireland; *°Department of Neurology, Vascular
Neurology Research Foundation and Stroke Service, The Adelaide and Meath Hospital,
Dublin, incorporating the National Children’s Hospital, Dublin, Ireland; 1 Department of
Clinical Neurosciences, Royal Free Campus, University College London Institute of
Neurology, London, U.K; ?Academic Unit of Neurology, School of Medicine, University
of Dublin Trinity College, Dublin 2, Ireland; 3 Department of Medicine for the Elderly, St

Vincent's University Hospital, Dublin 4, Ireland



*Corresponding Author: School of Physiotherapy, Royal College of Surgeons in Ireland,

123 St. Stephen’s Green, Dublin 2, Republic of Ireland. Email: maryewalsh@rcsi.ie

e Word count: 4587
e No. of tables: 1

e No. of figures: 1



The experience of recurrent fallers in the first year after stroke

Purpose: Understanding the experiences of fallers after stroke could
inform falls-prevention interventions, which have not yet shown
effectiveness in this population. The aim of this study was to explore the
experience of recurrent fallers post stroke in relation to recovery and
living with falls. Methods: Participants who had more than one fall in the
first year after stroke were identified from a prospective cohort study.
The methods of Grounded Theory informed data collection and analysis.
Semi-structured interviews were conducted, audio-recorded and
transcribed. Coding was conducted and categories were developed
inductively. Results: Nine stroke survivors aged 53-85 were interviewed
18—-22 months post-discharge. Participants had experienced between 2
and 9 falls and one participant suffered a fracture. Three inter-linked
categories were identified: i) Judging the importance of falls by exploring
cause and consequence, ii) getting back up, and iii) being careful.
Conclusions: Stroke survivors’ assessment of their own falls-risk and their
individual priorities contribute to their decisions around activity
participation. ‘Being careful’ could be described as a form of self-
managing falls-risk. The inclusion of self-management principles, peer-
educators and education to rise from the floor in falls-management
programmes warrants investigation. Not all falls were considered equally
important by participants. This could be considered when defining falls-

related outcomes.

Keywords: stroke, qualitative research, fear of falling, accidental falls,

Grounded Theory



Introduction

Falls are a common adverse event during stroke recovery [1]. Adults with stroke fall at
almost twice the rate of their peers in the first year after discharge and approximately
5% experience fractures or serious injuries [1,2]. Falls-risk assessment is recommended
to facilitate post-stroke falls-prevention [3]. Quantitative research aiming to predict
post-stroke falls has been unsuccessful to date and some researchers suggest that all
individuals with residual stroke deficits should be considered at increased risk of falling
[4,5]. Interventions that have been shown to reduce falls in older community-dwelling
adults have shown minimal effectiveness at reducing post-stroke falls [6].
Understanding the experience of fallers with stroke could help to inform the
development and testing of new interventions.

Limited qualitative research has explored the topic of falls among stroke
survivors, with a recent systematic review identifying only six studies [7]. This review
suggested that fear of falling and other barriers to community participation could be
overcome through caregiver support and assistive devices, but that stroke survivors
may struggle to accept increased dependence [7]. Most qualitative research in this
area selected participants who expressed concern about falls or mobility [8-10]. For
this reason, individuals who may have experienced falls but did not consider them to
be important may have been excluded. Participant selection based on the occurrence
of actual fall events could help to explore the spectrum of post-stroke fall experiences.
The aim of this study was to explore the experiences of stroke survivors who have
fallen more than once in the first year post-discharge in relation to recovery and living

with falls.



Methods

Theoretical perspective

Grounded Theory, as described by Corbin and Strauss, informed the methods of data
collection and analysis within this study [11]. The overall research aim was to inform
clinical decision-making around post-stroke falls by providing a voice to stroke

survivors. The qualitative analysis was therefore conducted from a position empathic

to participants' accounts rather than clinicians' or family members' perspectives [12].

Sampling

Stroke survivors with recurrent falls were identified from a longitudinal cohort study.
In the cohort study consecutive patients with acute stroke, with sufficient cognitive
(MMSE >18) and communicative ability to provide informed consent, and with a
planned discharge home were recruited between December 2013 and June 2014. Prior
to discharge home and six-months later, they completed physical assessments of gait
and balance and questionnaires related to mood and fear of falling. Fall diaries were
kept for 12 months. In the cohort study 128 participants were recruited, 110 were
followed for one year and 28 (25%) fell more than once. Ethical approval was sought
from three of the original 5 sites to conduct in-depth interviews and for this reason 20
recurrent fallers were eligible for recruitment to this qualitative study. Six participants
were purposefully sampled to ensure a mix across the following domains: sex, age
group and functional ability. Subsequently, six further participants were theoretically
sampled in order to develop emerging code categories [11]. Thus 12 individuals were
contacted by telephone between September and November 2015. One declined and

two became unavailable prior to interview.



Data collection

Nine participants were interviewed once, eight in their own homes and onein a
meeting room in the first author’s third level institution by their own choice.
Interviews were conducted face-to-face by the first author who is a physiotherapist
and was known to participants from the cohort study. Interviews lasted approximately
45 minutes. Interviews were semi-structured. Participants were first asked an open
guestion about recovery since stroke. A question focussing on falls was then asked
without implying importance. A topic guide (see Appendix) was used to explore
particular elements of the research question including why some falls may be
important to participants and the part played by family and healthcare professionals in
their experience. Some additional open-ended questions allowed for development of
emerging categories during later interviews. Interviews were audio-recorded.
Observational field notes and memos were completed immediately after each

interview. A carer was present for only one interview at the stroke survivor’s request

Ethical considerations

The study received approval from the hospital Research Ethics Committees. Written
informed consent was obtained from participants. All participants agreed to audio-
recording prior to each interview and they were informed of their right to review
transcripts. Identifying information was removed from transcripts. The interviewer
remained cognisant of the potential for emotional distress and offered participants

contact details for support organisations if necessary.



Data analysis

Audio-recordings were transcribed verbatim and each was analysed prior to
conducting subsequent interviews. Transcripts were analysed line-by-line by the first
author to identify tentative concepts. Comments made by the carer who was present
for one interview were not included in the data for analysis. Techniques detailed by
Corbin and Strauss [11] were used to aid the inductive process. Memos were written
to explore emerging concepts. Mind-maps were drawn and separate memos written to
explore the relationships between initial concepts. An initial theory was developed by
grouping concepts into categories and exploring variation. Throughout the process, the
‘constant comparative’ method was used within and between participants. Focussed
coding of all transcripts was conducted using memos, which were organised with
associated quotations in a spreadsheet. The analysis was verified by a second author
reviewing and coding a subset of transcripts and regular meetings between three
authors where the emergent findings and mind-maps were discussed [13]. Throughout
the process the first author completed reflective memos to consciously acknowledge
assumptions and pre-conceived ideas that may have arisen out of prior familiarity with
participants or professional experience. Effort was made to minimise these influences
on the analysis[11]. Data saturation was believed to be achieved when no new major
categories emerged and when categories showed sufficient variation across their

properties and dimensions for the purposes of this research [11].

Results

Nine participants with a median age of 67 years (range 53—85 years) were interviewed.

The median number of months since stroke was 20 (range 18—22). Only one



participant lived alone. Participants had experienced between 2 and 9 falls (median 4),
with one participant suffering a hip fracture. Table 1 shows other participant

characteristics and assigned pseudonyms.

Insert table 1 here

Three inter-linked categories were identified from the analysis:

(1) Judging importance of fall by exploring causes and consequences
(2) Getting back up

(3) Being careful

The way in which these categories interact is presented in figure 1.

Insert figure 1 about here

Judging importance of fall by exploring causes and consequences

It emerged that not all falls were the same for participants. Some falls stood out in
their memories as particularly important and they feared specific types of falls.
Participants described falls in terms of their causes and consequences. The level of
threat to an individual's sense of self posed by the cause or consequence and the level
of perceived control that they had over the cause or consequence appeared to

influence the meaning they attached to the fall.

Exploration of cause

All participants explored the cause of their falls to some extent. Causes that challenged
sense of self and suggested a lack of control increased the seriousness of the fall for

them. Some participants normalised the cause of their fall, allowing them to dismiss it.



For some this involved believing that the fall could “have happened to anybody” (Eric),
thus removing the cause from themselves. In contrast, many participants described
the concept of ‘fault’. Self-attributing blame could lead to embarrassment after the
fall. In another way, the belief that the fall was avoidable seemed to afford them an

element of control.

"They were all worried and cagey you know but...me... | was explaining it as

being a fool, walking in where there was a slippy floor, you know." (Eric)

Some participants attached importance to their falls because the perceived cause both
challenged their sense of self and was beyond their control. Specifically, for many who
believed the cause to be related to the stroke effects, the falls were a reminder of

incomplete recovery and their vulnerability.

"...my feeling about falling now is that | know it could happen without
warning at any given time, which is a completely new phenomenon to me."

(Dennis)

All participants showed concern about an invisible cause of falls, completely outside of
their control. Some participants dismissed their fall because there was nothing
"strange" about it (David) or they didn't worry that there was anything "wrong" (Amy).

The fear of this invisible cause was linked by some to a fear of recurrent stroke.

"I just think there's something wrong inside that I'm not...There must be
something wrong. And do | have it investigated or do | just take a chance

and carry on you know?" (Alice)

Perception of consequences

The participants also spoke about consequences to convey their perceived seriousness



of different falls. Consequences that threatened participants’ pride or independence
emerged as important. If participants believed that they had control over the
consequence, this threat could be alleviated. The concern about emotional
consequences was described to be worse than the fear of injury for some participants.
Being left on the floor was described as potentially traumatic, while some feared the

embarrassment of falls in public.

"I'm afraid of looking like an idiot more than... | don't even think of the

hurting myself" (Amy)

Being in control of the fall consequences seemed to temper the seriousness. Several
participants described their ability to get up independently or call for help easily after a

fall was important.

"And | think a lot of that too is to do with living on one's own. I'd be afraid
that if | fell I'd be there. When now well | have... wear the alarm thing and

all the rest. | feel safer with that." (Alice)

One participant explained how he has learned to fall "properly", in a more controlled
fashion, thus reducing his fear of injury (Dennis). In contrast, two other participants
describe experiencing "bad" falls in which they could see themselves falling in "slow-
motion" but were not able to "control it" (Emma).

"I could literally see myself in the air heading for the floor. And | could...|

7 n

said it before | hit the floor ‘this is going to hurt’." (Douglas)

Getting Back Up

Several participants described picking themselves up literally after falls and



metaphorically after the stroke, falls and other set-backs. The metaphorical and literal

meanings were often intertwined in participants' narratives.

Regaining equilibrium

All participants described having experienced change due to ageing, the stroke, falls
and other set-backs. They described decreased levels of energy, confidence and
independence. Many tried to achieve a balance between striving to return to their

former state and accepting a certain level of change.

"...see | think I've got to 80% back to where | was and | feel comfortable
and | don't know what's needed to get to 90%, to 100%. What does it need
physically for me to do? Can't spend all my day...what do you call

it...eh...exercising you know what | mean?" (Andrew)

Participants found a new balance, in part, by comparing themselves to others with
stroke. This facilitated a normalisation of the stroke effects. As one participant

described about attending a stroke support group:

"...when | went there | just felt normal and | didn't feel like | was

surrounded by people who were looking out for signs of disability" (Amy)

Picking oneself up after being knocked back

Participants encountered challenges in moving on from their stroke. Falls and other

symptoms could cause set-backs in recovery.

"...all the hard work I've put in, and here it is. It's still causing me problems.

So that really knocked me back." (Amy)

Participants described strategies for picking themselves up and dealing with these set-



backs including having goals, planning and being determined.

"That's how you learn | suppose, you know is...and rebuild. And you can do

that through goals, and little targets and little achievements" (Andrew)

Just as participants moved on from set-backs, the physical act of rising from the floor

marked the end of the fall experience for several of the fallers.

"I don't think about it too much | just recover my balance or my position or

get back up and move on." (Dennis)

Several participants described the physical challenge of getting themselves up off the
floor. This difficulty had developed since the stroke, with age or due to other
comorbidities. These participants described needing to lean on something with their

upper body to get up. Some modified activities to plan rising from the ground.

"If | go out, | bring out a chair, an old chair from the garage. You know, a

chair like that, and I'd have no problem getting back up" (Damien)

Reaching for the helping hand

Participants described the type of support they needed to pick themselves up, both
literally after a fall and metaphorically after the stroke or set-back. In both
circumstances help that was respectful of their sense of identity and their desire for
independence seemed preferable. All participants showed gratitude to professionals

that cared for them in hospital but they could also be seen as overprotective.

"The physios. They're over cautious, they don't want anything to happen
while you're here. That kind of carry on, like and if they'd just said carry on

and do your thing I'd have been better off" (Eric)



Similarly, some participants, while grateful for family support, described reacting
negatively to perceived overprotectiveness. They described how communication was

crucial to get the support they needed from families while minimising conflict or hurt.

The balance thing...that was a problem. | suppose as | got a bit better the things that
annoyed me was people's, my family and friends...they never seemed to leave me
alone, there was always someone there. But that was their way of protecting | suppose
(Emma)Parallels can be drawn between participants’ response to support and to being
physically helped up from the ground after falling. Some recognised their need for

physical help and did not perceive it as a threat to their sense of self.

"And if | fell, well | fell and | ultimately got up or was helped up, and that

was the end of it." (David)

In contrast, others described strangers rushing to pick them up after a fall, a situation
that could be embarrassing. One participant shared how she didn't mind falling if

nobody knew and it was her "secret" (Emma).

"...when somebody had to pick you up. And you felt so stupid. And you

know...It's not me you know? And | want to be me again." (Emma)

Several participants also described the difficulty that carers had in helping them up.

"And (my wife) had to go and get the neighbour to pick me up. She
wouldn't have the strength to pick me up and | couldn't get up myself."

(David)

Being Careful

‘Being careful’ was a strong theme across all participants' stories and all used the term.



It was described as a method of avoiding falls, while maintaining participation in
activities. For all participants ‘being careful’ manifested itself in planning of movement,

involving self-assessment and incorporation of advice from various sources.

Planning movement

All participants described planning the way they moved and interacted with their
environment to some extent. This facilitated their participation in activity despite
residual effects of their stroke. They described bringing movement under more

conscious control.

"I would probably be more careful than | ever was before. I'd think about
things now that you'd do automatically and you don't give a thought to."

(Eric)

Evolving self-assessment

Participants made decisions about how and when to plan movement. This involved
comparing their abilities to their belief about the activity. Several stroke survivors
described under or overestimating their own abilities early after stroke. With exposure
to new challenges, participants described becoming more familiar with their bodies
and their deficits, leading to more specific strategies for planning movement under

particular conditions.

"When | get tired | know I'm at high risk. | walk into something or I'll

stumble" (Emma)

Pride also played a role in what participants' final action would be. One participant

stated that a desire to be independent led her to carry out activities that she knew



could put her at risk of falling (Alice). Others described the need to be extra careful in
public to avoid embarrassment. One faller described how his movement in public

differs from how he moves at home:

"...it's slower, more considered and more deliberate. Unless I'm in a real
hurry where | kind of forget myself. But | have forgot myself once or twice

so I'm slow to do so now." (Dennis)

Incorporating advice

The advice received from various sources could inform stroke survivors' definitions of
‘being careful’. This advice was not always strictly followed. Instead, its meaning was
interpreted and its usefulness decided upon before participants incorporated it into

their lives.

"I would have taken it on board but | would have assessed it and | would

have incorporated it into my own strategies if you get me?" (Dennis)

The level to which participants incorporated advice around falls was dependent on
several properties: specificity, perceived validity, relevance and acceptability to the
individual. Participants described how specific advice, for example in the form of a
home exercise programme, could be helpful. Advice from various sources could

become more relevant to participants if they experienced its importance.

"In the ward they'd say 'be careful walking on the floor', because | wouldn't
be wearing any shoes. | just had stockings on and | never realised until one
day | did get out of the bed and nearly went flying and | said to myself 'now
| understand why they're saying you have to wear shoes or slippers or

rn

something you know'.". (Douglas)



Even if participants felt that advice was valid, if it challenged their identity, then they
could be reluctant to heed it. One participant described how he felt about advice given

by his dance instructor.

"And so she's very good at the organising of the thing or giving me
instructions on it, you know, "If you can't do it don't do it, you sit down".

But needless to say nobody sits down." (Damien).

Regarding patient—professional communication around falls-risk within the hospital
setting, many participants inferred that they were ‘at risk’ because they found
physiotherapy assessments difficult, or because they were provided with walking aids.
One participant felt that he was always being warned about falls. In contrast, another
participant shared how she would have liked healthcare professionals to speak more

openly about risk.

"As part of the programme be something there 'you're at high risk of
falling. To prevent falls, you know, look at your shoes, look at your...' The
OT like fine, she'll do all of that but the person themselves needs to look at

it" (Emma)

Discussion

This study provides an insight into the experiences of nine stroke survivors who
experienced recurrent falls after stroke. Participants described working to get back to
some form of normality after stroke while being challenged by set-backs. The extent to
which a fall resulted in a set-back for these participants was determined by the
perceived threat to self of the causes or consequences of the fall and the perceived

control that they had over the causes or consequences. Help appeared to be valued if



needed but it was important that help was respectful of their sense of self.
Furthermore, the fallers in this study managed the potential for falling in their

everyday lives by ‘being careful’.

Stroke survivors' conceptualisation of risk in relation to falls

This study details how stroke survivors judge their own falls-risk, and how their
priorities contribute to their decision-making around activity participation. Other
qualitative work among stroke survivors shows a spectrum of priorities, with
participants in one study accepting risk in order to prioritise physical recovery [20], and
participants of another study avoiding activity to prevent falls [10]. Participants in this
study wished to use healthcare professionals’ advice about falls-risk to participate
safely, but if it did not reflect their priorities it was not incorporated into their daily
lives. As reported amongst older adults, it seems important for stroke survivors to
have control over whether to accept risk status and falls-prevention strategies [21]. In
contrast, although being labelled as ‘at risk’ may represent a sudden life-change for
older adults [18], for participants in this study the stroke itself was a catalyst for
change and risk was experienced within this context.

Other qualitative researchers have described some stroke survivors as having a
‘lack of insight’ into the seriousness of falling when they did not attach importance to
particular consequences [8,19]. Participants in this study did not view all falls as posing
the same risk, instead considering causes and consequences. They were more likely to
dismiss falls perceived to be avoidable. In contrast, they showed concern about
invisible causes of falls. This reflects previous work where fear of falling and recurrent

stroke ‘intertwined’ in survivors’ experience [9]. As was also identified in research



amongst older adults, participants in this study were concerned about potential loss of
independence due to injury, but social embarrassment was as significant due to
potential damage to identity [20]. Stroke survivors have previously described the
‘stigma’ of public falls [10]. As stroke survivors do not view all falls as equal this may
need to be considered when defining outcomes for falls-management interventions.

The stroke survivors in this study described judging their ability to avoid falls
while carrying out specific activities. This is similar to the construct described as falls
self-efficacy [21]. Some participants reported having difficulty judging their abilities
early after stroke but this became easier as they became familiar with symptoms. The
development of self-efficacy after stroke can be facilitated by experiences of success in
tasks, comparisons to other stroke survivors, verbal encouragement and physiological
feedback [25]. While participants’ narratives in this study referred to several of these
self-efficacy sources, some highlighted how professionals did not communicate
directly with them about falls-risk. Healthcare professionals may be able to offer an
increased sense of control to stroke survivors through education about how to avoid
particular causes and consequences of falls.

While participants valued support provided by their families, they also
described disparities between their own and their family's assessment of their abilities
and falls-risk. This finding is reflected in other qualitative studies after stroke where
carers could be perceived as overprotective [8]. In the present study individuals
described communicating with their families to get the support they needed while
minimising conflict. They valued being facilitated to return to ‘normality’. Other
qualitative research has highlighted the importance of stroke survivors feeling in

charge of decisions to accept help [23]. Professionals should be cognisant of the



potential differences of opinion that may arise between stroke survivors and their

families.

Being careful as a form of self-management

Moving on from the stroke and set-backs was highly valued by participants. This is
mirrored by the work of Kelley et al [8], whose overarching theme is ‘keep stepping no
matter what’, denoting perseverance towards recovery. The participants in the current
study showed that they were willing to accept help and advice when necessary but
also valued their ability to help themselves. They described ‘being careful’ by planning
the way they moved to maintain activity participation. Similar strategies among older
adults have been described as ‘self-management’ that can alleviate fear of falling [18].
‘Self-management programmes’ aim to enable an individual to cope with the physical,
psychosocial and lifestyle changes associated with chronic disease [24]. They have
been found to reduce disability and increase confidence after stroke [24]. Research
among older adults has also proposed that fostering shared decision-making between
patients and professionals could improve engagement in falls-management
interventions [25]. Future research could assess whether self-management principles
could influence post-stroke falls outcomes.

Participants in this study valued advice they perceived relevant to them. In
addition, making comparisons with other stroke survivors could improve their
acceptance of their condition. Peer-educators have been included in some post-stroke
self-management programmes and some falls-prevention programmes for older adults
[26,27]. They have been suggested to contribute to increased engagement from

participants and peer-educators have reported believing that they can improve the



acceptance of falls-prevention messages [26,27]. Some participants in this study
referred to a right ‘frame of mind’ being required to use peer-comparisons in a positive
way. Further research should investigate the acceptability to stroke survivors of peer-
educators being involved in falls-management programmes.

The ability to get off the floor was described as both important and difficult by
some participants. Their descriptions of relying on their upper bodies reflect
guantitative research among older adults [28]. A prospective study of stroke survivors
found that a third of fallers experienced a lie of greater than five minutes [29], a
circumstance feared by participants in this study. Some participants were also
embarrassed by being helped up in public. The inability to rise independently
decreased the control they had over potential fall consequences. This study and other
qualitative work in stroke have also highlighted the difficulty family members have in
providing assistance with rising from the ground [19]. Stroke rehabilitation
programmes have increasingly addressed rising from the floor in recent years and the
UK stroke guidelines recommend providing this training [3,30]. Its inclusion in post-

stroke self-management programmes may therefore be warranted.

Strengths and limitations of the study

This is the first qualitative study after stroke where participants were selected based
on prospectively recorded falls, facilitating insights from individuals regardless of the
importance they attached to their falls. Quantitative measures and reported fall
circumstances also allowed for purposeful sampling. The inductive nature of this
research allowed findings to be grounded in participants' experiences. The use of the

‘constant comparative’ method and multiple researchers lends confidence to the



findings. The use of Grounded Theory methods allowed for the development of
theoretical explanations that could be applicable to a wider population of recurrent
fallers after stroke [11]. However, it must be noted that the findings may not be
representative of non-fallers or those who rarely fall but may still experience falls-
related concerns. The authors chose to prioritise the rich data offered by those with
multiple fall experiences. The findings of the study may have been influenced by the
authors' professional backgrounds as physiotherapists and physicians, and the
relationship of the interviewer with participants through the original cohort study.
Efforts were made to reduce the effect of these factors on the analysis by the first
author completing reflective memos throughout the process. In the first year after
stroke, participants were assessed physically on several occasions and asked about
falls and fear of falling, potentially increasing their awareness of the topic. As
participants were interviewed 18-22 months after discharge this may have affected
their recall of events early after stroke. The authors believe however that the insights
obtained by recurrent fallers over a long timeframe are valuable in the context of this
work. The study has been reported in accordance with COREQ guidelines to ensure

transparency [31].

Conclusion

This study details how stroke survivors judge their own falls-risk, and how their
priorities contribute to their decision-making around activity participation. It provides
an insight into how individuals work to regain equilibrium after stroke while being
challenged by falls and other set-backs. Participants described ‘being careful’ by

planning the way they moved to maintain activity participation. Future research could



assess whether including self-management principles, peer-educators and education
to rise from the floor in falls-management programmes could influence falls-related
outcomes post stroke. Not all falls are viewed as posing the same risk by stroke
survivors. This may need to be considered when defining outcomes for falls-

management interventions.

Acknowledgements

This work was supported by the Irish Research Council (Government of Ireland

Postgraduate Scholarship Scheme 2013).

Declaration of interests

The authors report no conflicts of interest

References

1. Simpson LA, Miller WC, Eng JJ. Effect of stroke on fall rate, location and
predictors: a prospective comparison of older adults with and without stroke.
PLoS ONE 2011;6: e19431

2. Langhorne P, Stott DJ, Robertson L, MacDonald J, Jones L, McAlpine C, Dick F,
Taylor GS, Murray G. Medical complications after stroke: a multicenter study.
Stroke 2000;31: 1223-9

3. Intercollegiate Stroke Working Party. National Clinical Guideline For Stroke 5th
Edition. London: 2016

4, Ashburn A, Hyndman D, Pickering R, Yardley L, Harris S. Predicting people with
stroke at risk of falls. Age Ageing 2008;37: 270-6

5. Walsh M, Galvin R, Boland F, Williams D, Harbison J, Murphy S, Collins R,
McCabe D, Crowe M, Horgan F. Validation of two risk-prediction models for
recurrent falls in the first year after stroke: A prospective cohort study. Age

Ageing 2017 [Jan 18]; DOI: 10.1093/ageing/afw255



10.

11.

12.

13.

14.

15.

16.

17.

Verheyden GS, Weerdesteyn V, Pickering RM, Kunkel D, Lennon S, Geurts AC,
Ashburn A. Interventions for preventing falls in people after stroke. Cochrane
Database Syst Rev 2013;5: CD008728

Walsh M, Galvin R, Horgan NF. Fall-related experiences of stroke survivors: a
meta-ethnography. Disabil Rehabil 2017;39:631-640

Kelley CP, Graham C, Christy JB, Hersch G, Shaw S, Ostwald SK. Falling and
Mobility Experiences of Stroke Survivors and Spousal Caregivers. Phys Occup
Ther Geriatr 2010;28: 235-48

Schmid AA, Rittman M. Fear of falling: an emerging issue after stroke. Top
Stroke Rehabil 2007;14: 46-55

Schmid AA, Rittman M. Consequences of poststroke falls: Activity limitation,
increased dependence, and the development of fear of falling. Am J Occup Ther
2009;63: 310-6

Corbin J, Strauss AL. Basics of Qualitative Research: Techniques and Procedures
for Developing Grounded Theory. 4th ed. Thousand Oaks, California: SAGE
Publications; 2015.

Willig C. Qualitative Interpretation And Analysis In Psychology: Open University
Press; 2012.

Bright FAS, Kayes NM, McCann CM, McPherson KM. Hope in people with
aphasia. Aphasiology 2013;27: 41-58

Brott T, Adams HP, Jr., Olinger CP, Marler JR, Barsan WG, Biller J, Spilker J,
Holleran R, Eberle R, Hertzberg V. Measurements of acute cerebral infarction: a
clinical examination scale. Stroke 1989;20: 864-70

Mackintosh SF, Hill KD, Dodd KJ, Goldie PA, Culham EG. Balance score and a
history of falls in hospital predict recurrent falls in the 6 months following
stroke rehabilitation. Arch Phys Med Rehabil 2006;87: 1583-9

Kempen Gl, Yardley L, van Haastregt JC, Zijlstra GA, Beyer N, Hauer K, Todd C.
The Short FES-I: a shortened version of the falls efficacy scale-international to
assess fear of falling. Age Ageing 2008;37: 45-50

Lutz BJ, Chumbler NR, Lyles T, Hoffman N, Kobb R. Testing a home-telehealth
programme for US veterans recovering from stroke and their family caregivers.

Disabil Rehabil 2009;31: 402-9



18.

19.

20.

21.

22.

23.

24,

25.

26.

27.

28.

29.

Mclnnes E, Seers K, Tutton L. Older people's views in relation to risk of falling
and need for intervention: a meta-ethnography. J Adv Nurs 2011;67: 2525-36
Da Silva CP, Carlegis M, Suchma K, Ostwald SK. Falling, balance confidence, and
fear of falling after chronic stroke. Phys Occup Ther Geriatr 2014;: 353-67
Yardley L, Beyer N, Hauer K, Kempen G, Piot-Ziegler C, Todd C. Development
and initial validation of the Falls Efficacy Scale-International (FES-I). Age Ageing
2005;34: 614-9

Hellstrom K, Lindmark B. Fear of falling in patients with stroke: a reliability
study. Clin Rehabil 1999;13: 509-17

Woodman P, Riazi A, Pereira C, Jones F. Social participation post stroke: a meta-
ethnographic review of the experiences and views of community-dwelling
stroke survivors. Disabil Rehabil 2014;36: 2031-43

Kubina LA, Dubouloz CJ, Davis CG, Kessler D, Egan MY. The process of re-
engagement in personally valued activities during the two years following
stroke. Disabil Rehabil 2013;35: 236-43

Lennon S, McKenna S, Jones F. Self-management programmes for people post
stroke: a systematic review. Clin Rehabil 2013;27: 867-78

Robinson L, Newton JL, Jones D, Dawson P. Self-management and adherence
with exercise-based falls prevention programmes: a qualitative study to explore
the views and experiences of older people and physiotherapists. Disabil Rehabil
2014;36: 379-86

Cadilhac DA, Hoffmann S, Kilkenny M, Lindley R, Lalor E, Osborne RH, Batterbsy
M. A phase Il multicentered, single-blind, randomized, controlled trial of the
stroke self-management program. Stroke 2011;42: 1673-9

Khong L, Farringdon F, Hill KD, Hill AM. "We are all one together": peer
educators' views about falls prevention education for community-dwelling
older adults--a qualitative study. BMC Geriatr 2015;15: 28

Ulbrich J, Raheja A, Alexander NB. Body positions used by healthy and frail
older adults to rise from the floor. J Am Geriatr Soc 2000;48: 1626-

Mackintosh SF, Hill K, Dodd KJ, Goldie P, Culham E. Falls and injury prevention
should be part of every stroke rehabilitation plan. Clin Rehabil 2005;19: 441-51



30.

31.

Dean CM, Rissel C, Sherrington C, Sharkey M, Cumming RG, Lord SR, Barker RN,
Kirkham C, O'Rourke S. Exercise to enhance mobility and prevent falls after
stroke: the community stroke club randomized trial. Neurorehabil Neural
Repair 2312;26: 1046-57

Tong A, Sainsbury P, Craig J. Consolidated criteria for reporting qualitative
research (COREQ): a 32-item checklist for interviews and focus groups. Int J

Qual Health Care 2307;19: 349-57



Appendix

Topic Guide/ Interview Schedule

Preamble

Thank you for agreeing to take part in this follow-up study and for talking with me today. We
are really interested in hearing your story. You are the expert about your own experiences.

There are no right or wrong answers to the questions | might ask.

Opening question:

How have things have been for you since you've left hospital, in your own words. How has

everything gone for you?

Topic 1: The importance of falls

e Inthe course of the last year you told us just that you had had a few slips or trips or
falls. Can you talk me though how they fit in to the whole picture?

e Potential prompts: If participant mentions serious, significant or bad fall ask: “Why
does that fall stand out for you in particular?”

e If participant mentions fall that seemed unimportant ask: “Why do you think you are

able to dismiss that fall in particular?”

Topic 2: Self-assessment of falls-risk

e Think back to when you were in the hospital. Was the possibility of falling something
you thought about at all?

e After you came home from hospital and up to today has the way you've thought about
falling changed in any way?

e Potential prompt: If participant mentions being nervous or afraid ask: “What are you
worried about specifically?”

e “Does that affect how you go about your day to day activities?”

Topic 3: Perception of how healthcare professionals communicate falls-risk and provide

education

e During the time you were in hospital after your stroke, did any doctor, nurse,



physiotherapist or occupational therapist apart from myself, mention anything about
falls to you?

e Potential prompt: Can you recall what health professional mentioned it to you?

e How did you feel at the time about what you heard?

e Do you think any one thought you might fall at the time? What made you think that?

e What advice would you give to professionals looking after people like yourself coming
out from hospital after a stroke, in terms of preparing them for going home?

e Since you came home, did any physiotherapist, doctor, nurse or OT outside of this

study say anything or talk to you about falls?

Topic 4: Family response and interaction

e How have your family or the people closest to you responded since you came home
after the stroke?
e How did they respond or react to the falls?

e How do you feel about their response?

Closing question

e If you had any advice for someone like yourself, going home from hospital after a
stroke, what would that be?

e Potential prompt: “In general first, then in relation to falls”

Thanks and end

Thank you again for talking with me today. Just to remind you no-one else will hear this tape. |
will use it for my notes so that | can explain to doctors, nurses, occupational therapists and
physiotherapists how people like yourself feel and how we might be able to improve what we

do. Is there anything else you'd like to say or add to help me do that?



Table 1. Participants characteristics based on results from original cohort study

Pseudonym Gender Age- |Initial Balance Balance Gaitaidat Gaitaid Fear of Fear of
group stroke deficit’at  deficit® discharge at six falling®at falling® at
severity? discharge at six months  discharge six
months months
Amy Female 50-54 Moderate No No None None High Moderate
Dennis Male 50-54 Mild No No None None High High
Emma Female 55-60 Mild Yes Yes None None High Moderate
Andrew Male 55-60 Moderate No Yes None Stick Moderate High
Douglas Male 65-70 Mild Yes Yes Walker Walker High Moderate
Alice Female 70-74 Moderate No No None None Low Moderate
David Male 80-84 Mild Yes Yes Stick Stick Moderate Moderate
Eric Male 85-90 Mild Yes No None None Moderate Low
Damien Male 85-90 Mild Yes No Stick None N/A Moderate

N/A= Not assessed

aAs defined by National Institutes of Health Stroke Scale: Mild= 1-4, Moderate= 5-15, Severe >15 [14]
bAs defined by Berg Balance Scale Score <49/56 [15]
°As defined by the Short Falls-Efficacy Scale International [16]
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Figure 1. Visual representation of interaction of three categories emerging from analysis
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