
Full Terms & Conditions of access and use can be found at
https://www.tandfonline.com/action/journalInformation?journalCode=idre20

Disability and Rehabilitation

ISSN: (Print) (Online) Journal homepage: https://www.tandfonline.com/loi/idre20

Brachial plexus injury: living with uncertainty

Caroline Miller, Christina Jerosch-Herold & Jane Cross

To cite this article: Caroline Miller, Christina Jerosch-Herold & Jane Cross (2022): Brachial plexus
injury: living with uncertainty, Disability and Rehabilitation, DOI: 10.1080/09638288.2022.2080287

To link to this article:  https://doi.org/10.1080/09638288.2022.2080287

© 2022 The Author(s). Published by Informa
UK Limited, trading as Taylor & Francis
Group.

View supplementary material 

Published online: 18 Jun 2022.

Submit your article to this journal 

View related articles 

View Crossmark data

https://www.tandfonline.com/action/journalInformation?journalCode=idre20
https://www.tandfonline.com/loi/idre20
https://www.tandfonline.com/action/showCitFormats?doi=10.1080/09638288.2022.2080287
https://doi.org/10.1080/09638288.2022.2080287
https://www.tandfonline.com/doi/suppl/10.1080/09638288.2022.2080287
https://www.tandfonline.com/doi/suppl/10.1080/09638288.2022.2080287
https://www.tandfonline.com/action/authorSubmission?journalCode=idre20&show=instructions
https://www.tandfonline.com/action/authorSubmission?journalCode=idre20&show=instructions
https://www.tandfonline.com/doi/mlt/10.1080/09638288.2022.2080287
https://www.tandfonline.com/doi/mlt/10.1080/09638288.2022.2080287
http://crossmark.crossref.org/dialog/?doi=10.1080/09638288.2022.2080287&domain=pdf&date_stamp=2022-06-18
http://crossmark.crossref.org/dialog/?doi=10.1080/09638288.2022.2080287&domain=pdf&date_stamp=2022-06-18


ORIGINAL ARTICLE

Brachial plexus injury: living with uncertainty 

Caroline Millera,b , Christina Jerosch-Herolda and Jane Crossa 

aSchool of Health Sciences, University of East Anglia, Norwich, UK; bTherapy Services, Queen Elizabeth Hospital Birmingham, University 
Hospitals Birmingham, Birmingham, UK    

ABSTRACT  
Purpose: A traumatic brachial plexus injury (BPI) has life-changing consequences for patients and their families. 
Despite advancements in treatments final outcome is unpredictable depending on factors including time to 
treatment, injury severity, neural regeneration, and available interventions. The final outcome may not be seen 
for up to four years. This study aimed to explore the impact of uncertainty on people with a traumatic BPI. 
Methods: Secondary qualitative analysis was conducted on data from a study exploring outcomes 
important to patients with a traumatic BPI. Data from semi-structured interviews with adult traumatic BPI 
patients (n¼ 13) were analyzed using reflexive thematic analysis. 
Results: Three major themes were identified in the qualitative data: (i) “I don’t know what happened to 
me,” focused on uncertainty in diagnosis. (ii) “I went to work one day … and then it all changed” cen-
tered around uncertainty in the future. (iii) Coping with uncertainty. 
Conclusion: The results illustrate that people with a traumatic BPI face uncertainty regarding diagnosis, 
prognosis, and surrounding their roles in the future. Individuals respond to uncertainty in different ways 
and this needs to be understood by health care professionals.    

� IMPLICATIONS FOR REHABILITATION 
� Health professionals should consider uncertainty in all their contacts with people who have experi-

enced a traumatic brachial plexus injury. 
� People with a traumatic brachial plexus injury experience uncertainty in different ways therefore edu-

cation and information given may be optimized if tailored to the individual rather than generic. 
� Increasing awareness of the injury and its presentation in non-specialist acute care clinicians may 

accelerate diagnosis and reduce initial uncertainty. 
� Acknowledging the presence of uncertainty is important during the shared decision-making in bra-

chial plexus injuries. 
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Introduction 

A brachial plexus injury (BPI) is a devastating injury to the nerves 
that provide sensation and movement to the upper limb. BPI 
occurs most commonly in young adults following a road traffic 
collision [1] and, although rare [1,2], has life-changing consequen-
ces for individuals and their families. Despite new treatments, 
there is evidence that individuals with a BPI continue to suffer 
emotional and psychological distress [3]. People with BPIs report 
significant challenges with returning to work [4–6] body image 
[5,7] and social anxiety [5,7,8] and financial uncertainties exacer-
bate these concerns [6,8]. Qualitative studies highlight changes in 
role and identity [4,6], experiences with healthcare [4,6,8], and 
negative psychosocial impacts [6,7,9]. 

BPIs are diverse, depending on the level and severity of the 
injury, and are often associated with polytrauma [1,2,10]. Most 
injuries have a significant effect on physical functioning [11,12] 
including long-term paralysis [1] and neuropathic pain [5,9,13]. 
Advancements in microsurgery have made nerve repair and 

reconstruction possible for some patients [14]. However, out-
comes regardless of having surgery, remain unpredictable [15] 
and dependent on several factors including timely surgical inter-
vention [16], extent and severity of the injury, capacity for neural 
regeneration and surgical reconstruction, and the capability of the 
surgical team [15]. Recovery takes many years and is often incom-
plete [17] with expectations frequently not met [7] which means 
professionals find discussing prognosis after a BPI with patients 
challenging [15]. Additionally, patients have expressed frustration 
at the lack of information both online and from non-specialist 
health professionals [18,19] which potentially adds to the 
uncertainty. 

Patients living with uncertainty in illness and healthcare may 
experience heightened emotional and psychological distress 
[20–23] including reduced quality of life [22]. Unaddressed, this 
can result in poor adaptation to illness [23] and poor coping strat-
egies, such as searching unrealistically for medical certainty 
potentially leading to conflict with health professionals [24]. There 
is a wealth of research exploring uncertainty in other traumatic 
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and long-term conditions, such as spinal cord injury, Multiple 
Sclerosis [25,26], and cancer [27]. This has informed service devel-
opment and interventions for some conditions [28], however, its 
impact on people with a BPI has not yet been explored. Since 
uncertainty cannot be eliminated, it is crucial to understand how 
patients with a BPI experience it. This will inform how best to 
support patients coping with uncertainty. 

This paper presents interview data from people with BPI and 
explores the impact of uncertainty on the lives of those with a 
traumatic BPI to inform service design, pathway development, 
and future research. 

Methodology and methods 

This paper draws on data from a broader qualitative study, explor-
ing outcomes important to patients with a BPI to develop a Core 
Outcome Set [29]. A recurring theme in participants’ narratives 
was uncertainty. These data provide the empirical basis for the 
article. We followed the COnsolidated criteria for REporting 
Qualitative research (COREQ) guidelines for reporting qualitative 
analysis as far as these apply to secondary analyses [30]. 

Patient recruitment and sampling 

This study was conducted in a tertiary care peripheral nerve injury 
setting (Queen Elizabeth Hospital Birmingham) in the United 
Kingdom between February and November 2019. All participants 
received treatment including rehabilitation from the national 
health service free at the point of delivery. Participants were 
adults, aged 16 or over with a traumatic BPI who were sampled 
purposively [31] to represent a diverse range of traumatic BPIs 
and sociodemographic characteristics including age, sex, and 
occupational status. The sampling framework is available in 
Supplementary Information A. Invitations and participant informa-
tion sheets were mailed or handed to patients who met eligibility 
criteria. The sample size was deemed sufficient when data satur-
ation was achieved with no new analytical concepts emerging. 

Data collection and analysis 

One-to-one in-depth, semi-structured interviews were conducted 
using a topic guide developed by the research team and a patient 
advisor who has a BPI (Supplementary Information B). It included 
feelings when first injured and diagnosed, coping and support 
received, and impact on life and relationships. Space and oppor-
tunity were created during the interview to allow participants to 
elaborate on other important topics which would not otherwise 
have been discussed [32]. 

All interviews were conducted face to face by the first author. 
She was open about being a physiotherapist who treats individu-
als with BPI but emphasized she was undertaking this as part of 
her doctoral research. Interviews were conducted in a location of 
the participant’s choosing (e.g. consulting room at Queen 
Elizabeth Hospital Birmingham, UK or the participant’s home), 
recorded using a digital audio recorder, and transcribed verbatim 
using a transcription service. Field notes were recorded immedi-
ately after each interview to document the interviewers’ percep-
tions of the interviews and the dynamics of the interaction. 

The first author conducted an initial reflexive thematic analysis 
[33], following the stages recommended by Braun and Clarke 
[34,35]. She familiarized herself with the data and provisionally 
coded by actively reading and re-reading the transcripts. Initial 
coding conveyed the participants’ physical and emotional 

responses to described situations, such as initial diagnosis, treat-
ments, ongoing impact, and role within family and society. To 
ensure rigor the research team met regularly to discuss the ana-
lytical strategy, interpret the data and refine and confirm the 
themes. These discussions were recorded to provide an audit trail 
of decision-making and aid reflexivity. 

A reflexive standpoint was maintained throughout the study to 
understand the interviewer’s influence on the research process 
and co-construction of the data with the participants [36]. Some 
of the participants were known to the interviewer through her 
work as a physiotherapist in the peripheral nerve injury unit. A 
reflexive journal was used to record beliefs, actions, and observa-
tions that might have influenced the collection and analysis of 
the data [37]. The interviewer (CM) considered how her positional-
ity (White, female, middle class, physiotherapist) may have shaped 
interactions with the participants [36]. During the interviews she 
became an active participant in the discussion and story being 
told, providing whatever extra information asked for. This 
included disability income, advice on driving, and orthotics, such 
as slings [38]. 

Ethical approval 

Ethical approval was granted on 1 March 2019 by West Midlands 
Solihull Research Ethics Committee (Ref 18/WM/0297) for the pri-
mary study. 

Results 

Thirteen participants (nine men and four women) were inter-
viewed for between 46 and 113 min. Participant demographics 
and injury information are in Table 1. 

Themes 

In this analysis of the interviews, we focused on uncertainty, keep-
ing an open mind and with no predefined definitions of uncer-
tainty. Thus, we explored how participants experienced 
uncertainty to understand how this impacted their lives. All inter-
views opened with an invitation for participants to describe how 
their injury happened, followed by a discussion about their initial 
experience with health care. This frequently revealed a period 
time of uncertainty about the diagnosis. Similarly, discussions 
about expectations or goals of treatment showed recurring uncer-
tainties as patients were unclear about outcomes. Participants’ 
accounts highlighted a variety of sources of uncertainty, not lim-
ited to the diagnosis and treatment of a BPI but also interpersonal 
relationships, daily activities, and future roles. 

Our findings are presented in the following themes supported 
by illustrative quotes from the interviews.  

� “I don’t know what was happening to me”: experience of 
diagnosis and treatment decisions—participants’ initial 
experience of diagnosis and the reality of dealing with uncer-
tainty regarding the outcome of a BPI and interventions 
for it. 

� “I went to work one day … .and then it all changed”: 
uncertain identity now and in the future—a loss of identity, 
change in previous life roles, and uncertainty regarding 
the future. 

� Coping with uncertainty—the role that health professionals, 
family, and hope play in how individuals learn to cope with 
uncertainty. 
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Theme 1: “I didn’t know what was happening to me” 

This explores participants’ uncertainty in relation to their 
“Experience of diagnosis” and “Uncertainty in prognosis and out-
comes of treatment.” 

Experience of diagnosis 
Participants were involved in major accidents and sustained other 
life-threatening injuries which were often prioritized leaving some 
participants unable to explain why their arms were not moving or 
why they were experiencing severe pain. Some felt their concerns 
about pain and loss of movement in the arm were not listened to 
or acted upon while more urgent or obvious injuries were treated. 
Maurice and James discuss their experiences with health care staff 
immediately after the injury. 

I tried to mention something to someone about it but they were more 
interested about getting my bone back in. (Maurice) 

I think … .(Hospital) thought they knew best because they were the 
hospital and the only thing I was complaining about the whole time was 
my arm! That’s the only thing I had problems with and that’s the only 
thing they didn’t concentrate on until it was too late in my 
opinion. (James) 

Many participants highlighted that their own lack of know-
ledge and understanding of nerve injuries contributed to their 
feelings of loss of control and uncertainty. Emma describes how 
she didn’t know it was possible to injure nerves. 

All I thought was I had broke my arm. … … … I never knew anything 
and I never even knew like that I would damage my nerves do you know 
what I mean and that never even came into my head and (hospital 
name) kept saying that they was going to repair the breaks 
… … … … … .I was in a bad, bad place then, I just didn’t understand 
what was going on, I didn’t know what was happening to me … (Emma) 

Similarly, Peter found it difficult to understand the terminology 
used by health professionals when discussing his nerve injury. 

It is just confusing, there is so much, you hear all these words bounced 
around … .They are not the words I understand! (Peter) 

I thought it would be better yeah and err when they told me they 
cancelled the operation again I actually cried to be honest because I 
thought they were going to bolt me up and that was it and send me 

home. You know I didn’t understand it, the err the extent of the injury, I 
think that could have been explained a little bit better to me to be 
honest, but apart from that all the care I received there was top 
notch.” (Peter) 

Participants described experiencing non-specialist health care 
professionals’ lack of knowledge about BPI. 

Yeah I was taken to … … … . (Hospital) first umm but they wasn’t, they 
wasn’t very clued up and they thought that I had just got breaks. (Emma) 

I don’t think my GP even knows what it is, they haven’t got a clue, I talk 
to them about it and you know I say about working and they are like 
‘and you could answer phones, use a keyboard’ so, I’m in constant pain 
all the time you know, you are not getting up for work when you are 
lying in bed all night trying to sleep. (Peter) 

Uncertainty in prognosis and outcomes of treatment 
Whilst confirming a diagnosis of BPI provided something concrete 
to relate to and explain to others, other uncertainties became 
apparent, such as outcomes. Alan, who was newly diagnosed with 
a supraclavicular BPI, discusses how difficult it was to decide to 
opt for surgery or not when outcomes are uncertain. 

because I am like I don’t want to, for them to go ‘yeah we will do this 
operation and it will be great, it will be doing everything’ and then two 
years down the line you go ‘well actually no it didn’t work as good as we 
thought it would’ and then I go ‘right then amputation’ and that is two 
years wasted of trying to do things, trying to build my arm up and then it 
has just wasted a patient’s, my time in there where someone else could 
have been better off having it and then it is kind, it is kind of all them 
things. (Alan) 

Similarly, Maurice discusses his frustration with this uncertainty 
and his desire for concrete timelines for recovery. 

I wanted someone to say it would be over in six weeks, don’t worry 
(Maurice) this will be over in six weeks, everything will be back to normal 
and it is not and it is frustrating because you have got it in your head 
that by a certain time it will be better … (Maurice) 

Faced with such uncertain outcomes and the limitations of 
medical interventions, some participants actively sought health 
information relating to potential interventions and prognosis. 

Table 1. Demographics of included patients. 

Pseudonym Sex 
Age  

(years) 
Years from  

injury 
BPI (supraclavicular 

/infraclavicular) 
Upper/lower/pan  

plexus injury Surgeries 
Mechanism  

of injury  

Jake M   21–30   3–5 Supraclavicular C5, C6, C7, C8 avulsion 
T1 in continuity lesion 

Nerve transfer �2 
FMT �1 
Wrist arthrodesis 

Motorbike 

Amy F   21–30   3–5 Supraclavicular Pan plexus Nerve grafts �2 
Nerve transfer �2 
FMT �1 

Car accident 

Alan M   31–39   <1 Supraclavicular C5,6,7 rupture 
C7, T1 avulsions 

Neurolysis Motorbike 

Henry M   71–80   <1 Infraclavicular Medial and lateral cord Neurolysis Shoulder surgery 
Maurice M   51–60   1–3 Infraclavicular Posterior cord No operation at time of interview Dislocation 
James M   31–40   1–3 Supraclavicular C8, T1 avulsions Nerve transfer �1 

Tendon transfer �1 
MCP capsulodesis 

Motorbike 

Colin M   31–40   1–3 Supraclavicular C5, C6, C7 avulsions  Motorbike 
Peter M   41–50   1–3 Supraclavicular C5,6,7 (upper) Nerve transfers �5 Motorbike 
Emma F   21–30   1–3 Infraclavicular Lateral and posterior cord Neurolysis �1 

Nerve graft �1 
Nerve transfer �1 

Work accident 

Valerie F   51–60   3–5 Infraclavicular Pan plexus Tendon transfer �1 Dislocation 
Sue F   21–30   1–3 Supraclavicular C8, T1 (lower) Nerve transfers �3 

Tendon transfer �1 
Car accident 

George M   21–30   3–5 Supraclavicular Pan plexus Nerve graft �1 Motorbike 
William M   31–40   1–3 Supraclavicular C5,6 (upper) Nerve transfers �4 Pedestrian hit by car  

F: female; M: male; FMT: free muscle transfer.
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William sought more information from online sources and dis-
charge letters. 

do you know, I didn’t umm, I didn’t fully understand it, I had done a lot 
of research on Wikipedia and things and read up about umm about it 
and on the, on the umm what’s it called? On the discharge letters there 
was a bit of information written on there so I was reading that. (William) 

Other participants did not feel informed enough to engage 
with the decision-making process and placed their trust in health 
professionals’ decisions. Jake illustrates this, 

Umm I don’t know without talking to the consultant because obviously 
they have got their own ideas but you know whatever they think is best. I 
mean I don’t know they are the experts, if you are going to someone you 
have got to think you are going to them so saying ‘what do you think is 
next?’ and so ‘what we can do is, we can do that and that’ and you can 
chose or, I don’t know. (Jake) 

Theme 2: “I went to work one day … and then it all changed” 

This explores participants’ uncertainty regarding “Future role and 
identity” and “Personal relationships.” 

Future role and identity 
Uncertainty was linked to anxiety about the future. Many partici-
pants worked in manual jobs and were worried about their 
income to cover current and future costs. They voiced dismay at 
lost opportunities in respect of future work and employment, life 
plans, and aspirations. Maurice worked in a warehouse prior to 
his injury. 

Yeah I was doing warehouse work so I am a fit person and to me it has 
just brought me right down because I can’t do nothing. So, of course, I 
am going through the worry what am I going to lose? What is it that I 
am going to actually lose I don’t know you know so that is a worry as 
well. (Maurice) 

Similarly, Emma worked in a factory and was progressing in 
her career. She was distraught about the prospect of losing future 
opportunities. 

(CRIES) I had a career and I haven’t got one now. I have lost it all. I went 
to work that day thinking that and then it all changed, it’s the hardest 
part. (Emma) 

She goes on to describe how she struggled with her employ-
er’s unrealistic expectations about her ability to return to work, 
influenced by their lack of knowledge about nerve injuries and 
their recovery. 

He (employer) is telling everybody that it’s about time you just manned up 
and come back to work and stop playing on it and all this, that’s the sort 
of stuff I had because, because I couldn’t take a picture, like an x-ray or 
something like that to say ‘yeah this is what my problem is, it’s nerves’ no 
one really realises so they just look at it and think ‘well she’s had her op 
now so why isn’t she back to normal’ do you know what I mean, they 
don’t realise it’s a long time, it’s a really long time, such a long process of 
getting well. (Emma) 

Similarly, Jake explains here how he was given an ultimatum 
in his manual role which left him with limited choice. 

So I worked on a site, where you know, I couldn’t maintain equipment, or 
big machinery, cranes and stuff like that, so obviously I couldn’t go back 
and do that, so when I went back to work they had me on just ordering 
spare parts and doing all the paperwork side of things and then it was 
around this time last year they called me in and said ‘well we have had 
Occupational Health out here, you are not going to get better any time 
soon, we have found you a new role to do for work, you either do this or 
you walk’ (Jake) 

Some participants described feeling powerless to find secure 
living arrangements and pay for their needs in the future as a 

result of loss of financial income. One participant became home-
less for a time because of this. 

Yeah so I literally lost, I lost my job, I lost my ability to do stuff and I lost 
my house all in one go … … so it was like sofa surfing from place to 
place, so but originally when I first had my accident my boss at the time 
let me stay with her for a couple of weeks whilst I had to get back on my 
feet and then once I got back on my feet I had to move out because 
obviously she couldn’t afford to keep me and everything so and of course 
I wasn’t actually renting a room off her so I couldn’t get Housing Benefit 
for her or anything like that so but I have just sofa surfed pretty much for 
two years (James) 

Personal relationships 
Other people’s lack of knowledge about the condition generated 
misunderstandings and misconceptions. Some participants dis-
cussed the uncertainty about whether to reveal the diagnosis to 
others and the frustrations of having to explain it. 

because I couldn’t take a picture, like an x-ray or something like that to 
say ‘yeah this is what my problem is, it’s nerves’ no one really realises so 
they just look at it and think ‘well she’s had her op now so why isn’t she 
back to normal’ do you know what I mean, they don’t realise it’s a long 
time, it’s a really long time, such a long process of getting well. (Emma) 

Some avoided going out fearing continuing questions on what 
the injury was and when the recovery would happen. 

So, going out with friends I would avoid, I think, well like it was thinking 
going for an interview or worrying about having to explain. I think, or 
having people question it so you will just avoid doing most things being 
there at the beginning. (Amy) 

Theme 3: coping with uncertainty 

This illustrates the role that health professionals and hope play in 
how individuals learn to cope with uncertainty. 

Health professionals 
Health professionals were key to supporting participants, acting 
as advocates on their behalf. Maurice discusses the support he 
received from a physiotherapist to navigate the sometimes 
unwieldy healthcare system. 

last week, I think it was because, to be honest with you, I actually went to 
her(physiotherapist) about psychological help and she said ‘well I am 
going to phone the doctor’ and she got on the phone in front of me and 
got it all, got me the appointment and everything straight away and got 
me to see the doctor straight away and she really did help. (Maurice) 

Amy really appreciated the regular appointments offered by 
healthcare professionals and found these helpful as she could talk 
to someone who understands her injury. 

I think if you don’t have appointments for a long time with the surgeons 
it is nice to be able to still, if you are worried about things, or you need 
help with stuff to be able to talk to someone that knows what they are 
on about. (Amy) 

Hope 
Some participants remained hopeful of a medical breakthrough 
many years following their injury. In the following extract, Amy 
discusses how important it is that she is not forgotten, and how 
important the hope for new treatments is. 

I saw Doctor X, who still checks on me, he said there were, he was 
looking at technology which looked at more of your brain and that he 
would if it ever come out he would definitely put me down for that 
because I think everyone knows how I say yes to everything. He is still 
looking, I was really, I was really chuffed about that. (Amy). 

Other participants preferred to live day to day. This enabled 
them to live more in the present and adjust to the changes in 
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their life, helping to prevent concerns about the future from 
becoming too overwhelming. Alan explains how important it was 
for him not to get his “hopes up”. 

don’t get your hopes up because I think the main thing is getting your 
hopes up because that was one of my biggest problems, I have got my 
hopes up thinking ‘oh yes this will be over in six weeks’ when the six 
weeks come, when the six weeks come and it is not, you sort of like go 
down back on a low again and then you build your hopes up again and 
then thinking ‘this will be over in’ and it is not going to happen. (Alan) 

Discussion 

Participants with a traumatic BPI face uncertainty about early 
diagnosis, outcomes, and prognosis in addition to uncertainties 
regarding their future role within family and society. Health pro-
fessionals and hope can play an important role in helping partici-
pants deal with the uncertainty. 

A key theme in this study was uncertainty around initial diag-
nosis and outcome after a traumatic BPI. Mischel [39] defined 
uncertainty in illness as an illness that is ambiguous, complex, 
with deficient information, and an unpredictable outcome. 
Participants in our study were often frustrated about the delay in 
diagnosis, feeling confused by the ongoing loss of movement, 
persistent pain, and “words” they didn’t understand. Non-special-
ist healthcare professionals’ lack of awareness of this relatively 
rare injury, the closed nature of a nerve injury, or the presence of 
other major injuries masking the BPI, may all have contributed to 
a delay in diagnosis. This is consistent with previous research in 
Australia [6] the UK and the United States of America (USA) [16]. 
Delays and missed injuries in polytrauma are recognized as a chal-
lenge [40] but for patients with a BPI, delays in diagnosis and 
referral for treatment result in poorer functional outcomes [16,41]. 
Research in other rare diseases identifies that delays in diagnosis 
contribute to uncertainty for patients [42]. To lessen the uncer-
tainty around traumatic BPI diagnosis, and improve outcomes, 
raising awareness among non-specialist health professionals about 
the possibility of a BPI in a polytrauma situation is essential. 
Induction for staff in emergency care and trauma settings should 
include BPI training including referral pathways. Further research 
on the effectiveness of this training, in reducing missed BPIs, is 
also recommended. This could potentially accelerate diagnosis 
and access to appropriate specialist treatment and thus lessen the 
uncertainty for the patient. 

When the diagnosis is established, decisions still need to be 
made about treatments, where the outcomes are variable and 
uncertain. The unpredictability of outcome and difficulties com-
municating the injury and its consequences to others, shown in 
this study, exacerbates patients’ uncertainty and has been shown 
in other rare diseases, such as childhood multiple sclerosis [43,44]. 
Some participants in this study responded to uncertainty, by 
actively seeking medical information, completing “research on 
Wikipedia” and reviewing “discharge letters.” However, others did 
not, and left the decision-making to health professionals citing 
“whatever they (surgeons) think is best.” In line with this study’s 
findings, people with BPI in the USA also report using numerous 
sources of information about diagnosis and treatment including 
doctors, online research, and media [19]. Online forums are fre-
quently used by people with BPI to seek information about treat-
ment, rehabilitation and recovery, and the process of seeking care 
[18]. Gathering information broadly can help patients develop a 
framework to interpret the meaning of the illness and understand 
the consequences to lessen uncertainty [39]. 

Healthcare encounters were meaningful for participants but 
when they felt they were not heard, this compounded uncer-
tainty. Surgeons find discussing potential outcomes with patients 
with BPI challenging [15] which reflects findings in other areas of 
healthcare [45]. However, discussing and reflecting on uncertain-
ties is essential for true shared decision-making and patient-cen-
tered care [46]. As part of shared decision-making, patient 
decision aids are recommended [47] to increase patient participa-
tion in decision making and help people to think about, clarify 
and communicate the value of each option to them personally 
[47]. Patient decision aids can therefore reduce decisional conflict 
and uncertainty from poor information and/or a lack of clarity 
about personal values [48]. With the increasing evidence base for 
BPI interventions [49–51], there is an opportunity for the BPI com-
munity (professionals and patients) to develop high-quality 
accessible patient decision aids and information to inform shared 
decision making and reduce uncertainty in this population. 

Some participants discussed how hope was important to their 
adaptation to a BPI and this is reflected more generally in the dis-
ability literature [52]. Amy was “really chuffed” that her surgeon 
was still “looking” for medical breakthroughs and she had not 
been forgotten. This illustrates “concrete hope” partly framed by 
the restitution narrative [53] relating to the possibility of a medical 
cure and the restorable body-self. However, the loss of hope was 
also discussed by participants. Emma discussed how she has “lost 
it all.” This chaos narrative imagines life never getting better [53] 
and results in expressed despair. These narratives have also been 
identified as shaping types of hope used by men following spinal 
cord injuries (SCI) [54]. The sudden loss of physical ability in a 
younger demographic may account for the similarities in 
their narratives. 

Despite some participants using hope to cope with the uncer-
tainty of a BPI, health professionals fear providing false hope 
[15,45] seeing hope as a double-edged sword as there may be a 
gap between patients’ hope for recovery and the realistic out-
come expectations [45]. However, there are ways for health care 
professionals to support hope during uncertainty. Normalizing a 
patient’s feelings by active listening [55] and affirming the 
patient’s values [56] are important. The patient may be hoping for 
a cure that will never occur, but their valuing of a pain-free life or 
active arm movement can be affirmed. Giving time, through 
rehabilitation, for patients to adjust to their new reality and limita-
tions [45] is a strategy used in other areas of rehabilitation to 
maintain hope. This could also be used in BPI care. Tailoring com-
munication to patient “readiness” may foster hope and limit nega-
tive reactions (frustration and demotivation) [45]. However 
tailoring communication requires knowledge of the patient’s per-
spectives, what they understand from other consultations, their 
hopes, and expectations. In essence, different narratives of hope 
were told in our study and as such it emphasizes the need for a 
person-centered approach to discuss unfavorable prognoses and 
favor hope. 

Strengths and limitations 

The study has some limitations. The chief investigator (first 
author) is a physiotherapist with experience in treating patients 
with a traumatic BPI. Preconceived ideas and their potential 
impact on data collection and analysis were discussed openly 
within the team and documented in a reflective journal. Engaging 
in this reflexivity evidenced the transparency of the data pre-
sented. Similarly, participants’ knowledge that the interviewer was 
a physiotherapist may have influenced their responses when 
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discussing their experiences. Data in this study were generated 
from one interview during each participant’s recovery after a trau-
matic BPI. This does not illuminate how uncertainty may change 
over time from injury. To improve understanding of uncertainty 
throughout a patient’s recovery, longitudinal serial interviews 
could be undertaken in future research. 

This study has produced rich data about the lived experiences 
of a purposive sample of individuals with a traumatic BPI. The 
main strengths of our study are the different steps taken to 
ensure trustworthiness [57]. We used an audit trail and a reflective 
journal to support the analysis and credibility of the findings. 
Development of a topic guide, systematic analysis, and interpreta-
tions grounded in patient data evidence confirmability of the 
study [57]. To enhance transferability, participants were purpos-
ively sampled ensuring maximum variation in injury and other 
demographic factors including age and sex. Many individuals 
were recently injured which is unusual in such studies and pro-
vides insight into the experience of initial injury and treatment in 
the acute setting. Secondary data analysis was used to advance 
our understanding of uncertainty whilst minimizing the burden of 
research on participants. 

Conclusions 

This study provides an in-depth understanding of the impact of 
uncertainty on the lives of people sustaining traumatic BPIs. 
Uncertainty was particularly focused on initial diagnosis, future 
outcomes from the injury, and role identity. Health professionals 
and hope were important in dealing with the uncertainty associ-
ated with a traumatic BPI. This knowledge should enable health 
professionals to better support patients following a traumatic BPI. 
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