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Background: Secondary health conditions (SHCs) such as pain, pressure sores, sexual
problems, bowel and bladder problems are prevalent throughout the lifespan of people with
spinal cord injury (SCI). Studies have reported that SHCs decrease life expectancy and increase
health care costs. Studies on the lived experience of SHCs are, however, limited.

Objectives: To explore the experiences of SHCs amongst people with SCI in a public
rehabilitation hospital in South Africa.

Method: Face-to-face semi-structured interviews were conducted with people with SCI from
August 2018 to July 2019. All interviews were transcribed verbatim and analysed using a
content analysis approach.

Results: Seventeen people with SCI were interviewed. Participants experienced a range of
SHCs. The most common experienced SHC was pain (94%). The main theme that emerged
from the analysis was ‘the impact of secondary health conditions on health and well-being’.
The categories linked to the impact were SHCs co-occurrence and how SHCs limit function,
restrict participation, affect mental health and disrupt lives.

Conclusion: We found that SHCs were enormously impactful on our participants’ lives and
health, as illustrated by their stories of fear, embarrassment and shame. Understanding people
with SCI experiences of SHCs can enhance communication between people with SCI and
health professionals and may help develop prevention strategies.

Clinical implications: To enhance patient-centred care, health professionals are encouraged to
actively listen to patients” experiences of illness and the impact on health and wellbeing.

Keywords: secondary health conditions; secondary complications; spinal cord injury;
health; wellbeing.

Background

Health is a complex phenomenon that extends beyond dysfunction or impairments. Itis a by-product
of the interaction between the affected bodily structures and systems, and ability to function and
participate in life within a specific context (World Health Organization 2013). Health incorporates a
sense of positive emotions about self, the ability to adapt, self-manage and thrive (Huber et al. 2011).
Spinal cord injury (SCI) affects physical, mental and social health domains (Fuseini, Aniteye &
Alhassan 2019; Jorgensen, Iwarsson & Lexell 2017). Furthermore, across the lifespan, people with
SCI are at risk of developing secondary health conditions (SHCs), which lead to poor health
(Mittmann, Hitzig & Craven 2014) and quality of life (Mashola & Mothabeng 2019).

Secondary health conditions are health problems, not necessarily caused by the SCI, but which
occur because of living with a disability (Rimmer, Chen & Hsieh 2011). The different SHCs that
may develop after SCI include pain (neuropathic and musculoskeletal), pressure sores, spasms,
postural hypotension, pneumonia, bowel and bladder problems, mental health problems and
sexual problems (Brinkhof et al. 2016; Jensen et al. 2013). There is evidence that SHCs are prevalent
throughout the lifespan of people with SCI. Some SHCs become more prevalent over time (such
as urinary tract infections), whilst others may increase in severity (such as musculoskeletal pain)
(Adriaansen et al. 2013, 2016). Certain SHCs remain constant (such as constipation and pressure
sores) whilst others may reduce (bowel incontinence and spasticity) over time (Adriaansen et al.
2016). The reported SHCs prevalence in South Africa during the acute hospital phase was
estimated at 50% (Joseph & Wikmar 2016), which is markedly lower than that reported in Sweden
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(78%) (Wahman et al. 2019). The different estimates could be
because of the participants having different SCI profiles. Post
rehabilitation estimates of SHCs are higher: 89% in South
Africa (Madasa et al. 2020) and 98.5% in the Netherlands
(Adriaansen et al. 2016). Given the high prevalence of SHCs
post-rehabilitation, it is worth exploring how people with
SCI experience SHCs.

In South Africa, studies on SHCs in people with SCI are
limited and only three studies have reported on the
occurrence of SHCs in the post-rehabilitation phase (Madasa
et al. 2020; Mashola & Mothabeng 2019; Mashola, Olorunju &
Mothabeng 2019). These studies do not explore the experience
of living with SHCs. Madasa et al. (2020) reported the
mortality rate and the prevalence of SHCs amongst survivors
at 4 years post-injury. Mashola et al. (2019) reported on the
high hospital readmission rates of patients with SCI because
of SHCs and Mashola and Mothabeng (2019) on the impact of
SHCs on quality of life. The latter studies were conducted in
a private rehabilitation facility. Thus, there is still a lack of
knowledge on the SHCs experienced by people with SCI in
public health facilities. Evidence on SHCs experienced by
people with SCI in the public health care system is essential
because the majority (84%) of South Africans do not have
access to health insurance and depend on the already
strained public health system (Mayosi & Benatar 2014). There
is a need for more, contextually specific, qualitative studies
on patients’ narratives of their experiences of SHCs.
Understanding patients’ ill-health experiences can inform
the context-based prevention care model of care for
people with SCI. Our research question is: what are the
experiences of SHCs, and how do SHCs affect individuals with
SCI? Thus, the objective of our study was to explore the
experiences of SHCs amongst people with SCI.

Method

This study is part of a more extensive study that aims to
establish factors influencing prevention of SHCs in people
with SCI to inform the development of a preventative model
of care. We used a phenomenological qualitative approach to
give clarity and a more in-depth understanding of the
experiences of SHCs (Austin & Sutton 2014; Neubauer,
Witkop & Varpio 2019). Relying on the interpretivist
paradigm, semi-structured interviews were conducted to
explore and gain a deeper understanding of this phenomenon
(Thanh, Thi & Thanh 2015).

Our study was based at a 79-bed public tertiary rehabilitation
hospital in Gauteng province, South Africa. This hospital also
admits patients from other provinces because of the lack of
tertiary hospitals in other provinces. The hospital offers
inpatient rehabilitation services to patients with stroke, head
injuries, SCI and amputation and aims to help patients achieve
their highest functional ability through therapy, education
programmes, peer support and work-oriented activities. The
services available include medical care, pharmacists care,
occupational therapy, physiotherapy, speech therapy,
dietetics, social work and psychology. Participants who were
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eligible and consented after the staff approached them were
included in our study. A total of 25 people with SCI were
approached, 20 of whom were eligible and consented to
participate. Two had health-related problems, and one had
time constraints thus were not available for the interview. All
adult (>18 years) potential participants were considered
regardless of gender, time since SCI and injury profile, such as
the type of injury and the lesion’s completeness. Patients who
presented with other neurological conditions (stroke and head
injury) were excluded.

Data collection

Semi-structured interviews were conducted using an
interview guide developed using the literature related to
SHCs and preventative care (Guilcher et al. 2013). The
interview was piloted with a researcher experienced in
qualitative methods to clarify the questions. Part A of the
interview guide included questions on sociodemographic
information including age, sex, marital status, injury date,
cause and the level of the injury, completeness of injury,
occupation and use of an assistive device for mobility. Part B
of the interview guide included questions on the experiences
of SHCs. The first author obtained written informed consent
for the interviews and audio recordings. The interviews were
then conducted from August 2018 to July 2019, in the
participant’s language of choice at the preferred venue and
lasted for 45 min on average. Five participants were
readmitted for pressure sores, thus were interviewed in the
inpatient section of the hospital. When interviews and
analysis yielded no new information, data collection was
discontinued (Hennink, Kaiser & Marconi 2017).

Data analysis

The interviews that were in the vernacular were translated
into English by an independent translator and translation
checked before analysis by the first author. Interviews were
transcribed verbatim and exported to MAXQDA version
2018.1: a computer-assisted qualitative data analysis software.
We used a content analysis approach to analyse the data and
understand the participants’ experiences. This process entails
transforming text into meaningful units, codes, categories
and themes (Erlingsson & Brysiewicz 2017). The transcripts
were read several times to understand the main ideas
expressed by the participants. The authors individually
coded a transcript inductively, followed by a discussion on
the codes and the categories. A coding framework was
developed and used to code the rest of the transcripts
deductively. Manual categorisation was conducted by the
first author and reviewed by the co-authors. A further
abstraction of the data to develop themes related to our study
objective was performed by all the authors. The following
strategies were employed to ensure data trustworthiness.
Code recoding was completed, and final categories were
compared with the previous analysis. Debriefing sessions
amongst the authors were held throughout the research
process to discuss the findings and data analysis. To ensure
confirmability of the data, all the interviews were
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audio-recorded, field notes were kept and the first author
included a reflexive analysis of the interviews.

Our research experience related to disability has informed
the analysis of the data. Having worked as therapists in
school settings for children with disabilities and non-
governmental organisations for people with disabilities, we
realise how it is easy to focus on impairments and functional
limitations and not look at the whole person to understand
the impact of SHCs experienced.

Ethical considerations

Permission to use the study site for data collection was
granted by the rehabilitation hospitals. Our study was
approved by the Human Research Ethics Committee of the
University of the Witwatersrand (M170938) and it was
registered on the South African National Health Research
Database (GP201712036).

Results
Part A: Demographic profile of the participants

A total of 17 people with SCI were interviewed. The
mean age (years) was 44.5 (o =13.1) with a range of 27-72 years.
The mean time since injury was 9 years (¢ = 7.1) and the range

TABLE 1: Demographic profile of the participants (n = 17).

Description n %

Gender

Male 14 82.4
Female 3 17.6
Employment

Yes 5 29.4
No 12 70.6
Education level

Tertiary education 4 23.5
Matric 5 29.4
High school 6 35.3
Primary school 2 11.8
Marital status

Married or staying with a partner 7 41.2
Single 10 58.8
Cause of injury

Trauma 14 82.4
Non-trauma 3 17.6
Type of spinal cord injury

Paraplegia 14 82.4
Tetraplegia 3 17.6
Completeness of the injury

Incomplete 4 23.5
Complete 13 76.5
Level of the injury

C1-C4 2 11.8
C5-T1 1 5.9

T2-T6 3 17.6
T7-T12 9 52.9
L1-L5 2 11.8
Assistive device

Wheelchair 14 82.3
Walking aid 2 11.8
None 1 5.9
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was between 1 and 30 years. Table 1 depicts the demographic
information collected from Part A of the interview.

Part B: Range of secondary health conditions
experienced

Table 2 depicts the range of SHCs experienced by the
participants.

Participants reported a range of SHCs presented in Table 2.
The most common SHC was pain (94%).

Part C: Experience of secondary health
conditions

The main theme that emerged from the analysis was the
‘impact of SHCs on health and well-being’. There were
five categories linked to the main theme: namely, SHCs
co-occurrence, limits function, restricts participation, mental
health effects and disrupts lives.

Impact of secondary health conditions on health
Secondary health conditions had a negative impact on the
different domains of health, body structures and systems,
activities and participation in life. Also, the SHCs affected mental
well-being and disrupted the usual routine of life.

Secondary health conditions co-occurrence: The co-
occurrence of SHCs was noted in osteoporotic bones and

TABLE 2: Range of secondary health conditions experienced (n = 17).

Type of secondary health condition n %
Pain 16 94

Bladder problems

Incontinence 16 94
Urinary tract infection 4 24
Spastic bladder 2 12
Kidney stones 1 6

Bowel problems

Incontinence 11 65
Constipation 6 35
Rectal prolapsed 1 6
Bloating 1 6
Psychological problems (depression, worry and stress) 12 71
Pressure sores 10 59
Spasms 9 53
Contractures 8 18
Injuries

Burns 9 53
Fractures 4 24
Falls 8 47
Sexual issues 7 41
Sleeping disturbances 6 35
Fatigue 4 24
Skeletal problems

Osteoporosis 2 12
Arthritis 1 6
Myositis ossificans 1 6
Respiratory problems 1 6

http://www.sajp.co.za . Open Access



http://www.sajp.co.za�

fractures, spasms and pain. The presence of one SHC
increases vulnerability to other SHCs:

‘The cramp is on my legs, it goes hand in hand with pain.’
(Jane, female, 27 years old)

‘Thave osteoporosis — I put my hand under my leg, and as I turned
over the femur then I broke my femur.” (Julie, female, 61 years old)

‘I didn’t sleep yesterday because of spasms and pains.” (Jared,
male, 35 years old)

Limits function: The presence of SHCs limited functioning
and mobility. Participants who experienced pressure sores
were required to lie in bed for an extended time and thus
developed weakness as reported by Jared:

‘The other pressure sore got worse and even made a hole — you
could even see a bone at the back. I was weak and not even able
to get out of bed.” (Jared, male, 35 years old)

Similarly, the severity of pain affected Joy’s ability to use her
assistive devices ‘... some days the pain is unbearable, I can’t
hold my crutches.” (Joy, female, 38 years old).

Participants reported how SHCs affected activities of daily
living. Julie (female, 61 years old) said her ankle fracture
affected bathing ‘I broke my right ankle. I had to wear a
moon boot for eight weeks. It was such a struggle to bath and
shower, it was terrible.” Also, the presence of spasms affected
sitting in a wheelchair and made toileting difficult for Joe
(male, 38 years old), ‘spasms trouble me when I want to go to
the toilet. I can’t sit, when I try to sit, the one leg goes there.’
To prevent further injury because of spasms, one participant
reported how he had to rely on medication, ‘Ilive on Lioresal
and Baclofen for spasms. I have to otherwise I don’t stay in
the wheelchair” (Jake, male, 36 years old). Furthermore, Jack
highlighted how depression affected self-management and
help-seeking behaviour; unfortunately, this made individuals
with SCI isolate themselves. ‘Some people get too depressed
to a point where they stop coming to get their medication,
they just stay at home.” (Jack, male, 39 years old).

Restricts participation: Participants reported how SHCs
affected their social lives, occupations and relationships.
Secondary health conditions restricted the social lives of the
participants. Bowel problems made it challenging for some
participants to leave their homes. Some participants were
afraid that if they went out somewhere, bowel leaks might
happen as expressed by Jared and Jane here:

‘When I have diarrhoea, I don’t leave the house, I just sit, and I
use the linen saver that they gave us.” (Jared, male, 35 years old)

‘What stresses me the most is, what if I go somewhere and number
2 happens? I can prevent number 1, but number 2! (Jane, female,
27 years old)

Pain, bladder and bowel problems had a negative impact on
work life. Pain affected the participants” mood at work:
‘The issue of pain when you at work you won’t be happy when

you have pain ... even if people make jokes when the pain comes
you won't be happy. It stresses me.” (Jane, female, 27 years old)
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Jude had to restrict water consumption when travelling for
work-related activities for fear of bladder leakages:

‘T work in a consulting company. Almost every week I go to
Johannesburg ... I don’t drink a lot of water because if I drink water,
I'am going to struggle,  am going to leak.” (Jude, male, 40 years old)

Affects mental health: Secondary health conditions affected
the mental health of the participants with regard to their
emotional and psychological well-being.

Emotional effects: The participants felt different emotions
related to SHCs such as fear, shame, worry and sadness.
Many participants mentioned their fear of bowel leakage
in public and the embarrassment of not even noticing the
leakage when it occurs:

“You see, sometimes you can’t feel whether you went for number
1 or 2, maybe you hear it from other people, that’s where the
embarrassment comes from; other people have noticed when
you haven’t noticed it first.” (Job, male, 44 years old)

‘Number 2 (managing my bowel) troubles my mind ... what if I
mess on myself? What if there is a smell? Sometimes when I am
sitting, I would think there is a smell when I go to the bathroom
to check, there is nothing. I become afraid. What if it happens?
It’s all in my mind.” (Jane, female, 27 years old)

Participants reported fear related to pressure sore
management. Joe highlighted his fear of dying from a
pressure sore that was so severe that he asked to be admitted
to a hospital so the health professionals could treat the
pressure sore appropriately:

‘I quickly came to the hospital when the pressure sore started
because I had a fear that it might kill me, I asked them to admit
me because I won't be able to dress the wound from home.” (Joe,
male, 38 years old)

Pain was a source of worry stated by Job:

“You see what I like about myself, is that I have accepted that I'm
injured. I'm no longer worried by the fact that I cannot walk. The
only thing that worries me is the pain — not the inability to walk.’
(Job, male, 44 years old)

Some participants spoke about feelings of sadness and suicidal
ideations because of pain as expressed by Julie and Jake:

’... Pain is the reason why I was always thinking about suicide, it
is that pain.” (Julie, female, 61 years old)

“... So, that’s where I've got most of my pain, every day. I don't ...
drink painkillers for it, not normally. Ehmmm ... maybe once or ... in
two months, about. Then...I sit here, and I want to die because then
my back is [fucked] ... sorry ... it hurts.” (Jake, male, 36 years old)

Male participants expressed stress related to sexual problems.
They reported how sexual problems challenged their view of
manhood, and there was a sense of hopelessness because
they had not found a working solution:

“... Your wife can leave you because you can no longer have sex
with her ... That is the biggest problem about spinal cord injury.
Your partner can still leave you ... This can affect you mentally.’
(Jasper, male, 44 years old)
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‘Not getting an erection stresses me and I have no solution.”
(Jared, male, 35 years old)

Psychological effects: Experiencing SHCs strengthened some
participants’ psychological wellbeing. Certain participants
found the whole experience of SHCs to be positive in terms
of lessons learnt. Valuable lessons learnt included coping
strategies, enhancing problem-solving skills, learning new
ways of ‘doing things” and being prepared:

‘I fell out of my wheelchair, and I learnt a valuable lesson that

day you must always keep your cell phone with you if you are

disabled.” (Julie, female, 61 years old)

‘[Wlhen you fall asleep, it feels like somebody is just giving you
a pull in your foot. So, you can’t sleep, but you learn to cope with
it.” (Jex, male, 50 years old )

‘T've burnt my feet once, so, what am I going to do differently?,
do this, do that. I mean, that is something you've got to figure
out yourself. There is no manual in figuring how to do things
differently not to burn the feet again.” (Jake, male, 36 years old)

Disrupts lives: Secondary health conditions disrupted the
usual routine of life. Participants expressed that they
experienced frequent pressure sores, which required
prolonged bed rest and hospital readmission disrupting
everyday routine such as going to work:

‘Once it is open, forget it, it will not heal — pressure sores take
forever to heal. Mine has been there for eight years.” (Job, male,
44 years old)

“You find yourself being bedridden for 6, 7 months because of a
pressure sore, it takes you back. Lying on the bed is not nice.’
(Jane, female, 27 years old)

Discussion

As reported in SCI epidemiological studies, most of the
participants were male and had traumatic SCI (Joseph et al.
2015; Sothmann et al. 2015). Unsurprisingly, most participants
were unemployed with low education levels, as is often the
case for the majority of people with disabilities in South
Africa (Hanass-Hancock & McKenzie 2017). Unemployment
amongst people with disabilities increases economic
vulnerability, which is compounded by out of pocket
disability-related costs such as the need for support, accessing
health care services and participation in life (Hanass-Hancock
& McKenzie 2017; Hanass-Hancock et al. 2017).

The participants experienced a range of SHCs, but the most
prevalent SHC was pain (94%). Pain is the most pervasive
and significant problem throughout a person’s lifespan with
SCI (Madasa et al. 2020; Piatt et al. 2016). When patients
report pain symptoms their focus is not on the severity and
the location of the pain but the different facets of life affected
by pain, namely mental health, physiological impairments
and personal behaviour (Miiller et al. 2017; Yorkston et al.
2010). Pain affects quality of life (Callaway et al. 2015;
Mashola & Mothabeng 2019), sleep and mental health (Turk
et al. 2016). To cope with pain, an individual can rely on or
misuse medication, avoid certain activities that elicit distress,
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self-isolate and adopt unhealthy ways to seek attention from
their families (Keefe & Gil 1986). Therefore, interventions to
manage pain need to be holistic, focusing on helping an
individual live well in the presence of pain. Self-management
strategies can include stress management, coping strategies
and exercise, access to pain medication, counselling and
alternative treatment such as massage and continual support.

As in previous studies, we found some of the SHCs (spasms
and pain) co-occurred (Brinkhof et al. 2016; Park et al. 2017).
Brinkhof et al.’s (2016) survey on health conditions in people
with SCI found clustering of sexual dysfunction, spasticity,
bowel dysfunction, pain, bladder dysfunction and urinary
tract infections (Brinkhof et al. 2016). Albeit, the authors gave
no reason for the clustering. Equally, depression and anxiety
have been reported to increase the risk of SHCs such as
urinary tract infections, pain and spasms (January et al. 2014).
Park et al. (2017) found 29% of participants with SCI reported
experiencing a combination of sexual dysfunction, bowel
and bladder incontinence with a high association between
these SHCs. The possible reason for the SHCs co-occurrence
could be because of the same parasympathetic innervation
to the bowel, bladder and reproductive organs. This evidence
shows us that some SHCs co-occur meaning SCI care must
include regular screening and comprehensive prevention
strategies for known SHCs clusters. More research is still
needed to understand other SHCs clustering patterns to
inform patient assessment and prevention strategies.

Activities of daily living (ADLs) such as bathing, toileting
and mobility were limited by pain and spasms. Callaway
et al. (2015) found spasms limited self-care activities such as
bathing, transfers and bed mobility. The presence of spasms
in a person with SCI is linked to decreased daily living
activities and the need for assistance from caregivers (McKay,
Sweatman & Field-Fote 2018). Participants also expressed
how pain affected them at work. Other studies on pain in
people with SCI have reported the negative impact of pain on
community integration, including returning to work
(Callaway et al. 2015; Donnelly & Eng 2005). Callaway et al.’s
(2015) study showed how musculoskeletal pain influenced
participants with SCI’s return to work and work choice, with
some requiring regular bed rest to relieve pain. We need to
support people with SCI to effectively manage and prevent
limiting SHCs such as pain and spasms. Support could be in
outreach services and home visits by therapists and
community-based workers to monitor well-being and
functioning at home. Such interventions can promote
independence in daily self-care amongst people with SCI.

Participation in social life was affected by bowel and bladder
problems and pain. Participants were afraid to leave their
homes because of the fear of bladder and bowel leakage. Bowel
and bladder problems are problematic SHCs in people with
SCI (Piatt et al. 2016), with a prevalence of 44% bladder
dysfunction and 42% bowel dysfunction 4 years post-SCI in
South Africa (Madasa et al. 2020). A study conducted in Ghana
reported that patients with SCI did not want to participate in
social events, such as weddings because of bowel and bladder
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incontinence for fear of leakage in public. The fear of leakage
could stem from poor management of both bladder and bowel
problems because of inadequate access to consumable such as
catheters and a lack of adequate education on bowel and
bladder problems (Fuseini et al. 2019). Community
participation and integration into the labour market are critical
outcomes for rehabilitation care contributing to life satisfaction
(Carpenter et al. 2007). Thus, SCI care must incorporate social
integration and work rehabilitation.

Mental health is an essential component of health, which
includes psychological and mental well-being. This is the
awareness of self, personal abilities, stress, coping strategies
and the ability to work and contribute meaningfully to
society (World Health Organization 2004). Secondary health
conditions affected the emotional and psychological well-
being of our participants. The presence of SHCs, such as
pain, created feelings of sadness and suicidal ideations. Other
studies have reported a significant association between pain
and depression (Jorgensen et al. 2017a; Robinson-Whelen et
al. 2014). Muller’s et al. (2017) study reported that the leading
cause for depression in an individual with pain was feeling
restricted in participating in life events because of high pain
intensity. Therefore, SHCs prevention strategies for pain
must include meaningful participation in life activities such
as work, community events, leisure and exercise activities.

Furthermore, male participants expressed feelings of stress
and hopelessness regarding sexual problems. Sexual issues are
the most significant SHCs amongst men, affecting self-identity,
relationships and yet they receive the least treatment (Brinkhof
et al. 2016; Callaway et al. 2015). Also with regard to mental
health, it was interesting to hear participants reporting that the
experience of SHCs taught them valuable lessons such as
problem-solving skills, coping strategies and lessons to
prepare for future incidents. Some participants’ experiences of
SHCs developed resilience, a necessary trait for people with
chronic conditions, enabling them to adapt and cope with life
challenges (Cal et al. 2015; Rohn, Nevedal & Tate 2020). When
communicating with people with SCI on challenging
experiences of SHCs, it is essential to highlight lessons learnt
on problem-solving, coping mechanism because these are
positive traits that will help them manage future challenges.

Spinal cord injury is a life-disrupting event affecting personal
life and family relationships (Ide-Okochi et al. 2013). Like
other studies, we found that SHCs can also disrupt the usual
way of living (Fuseini et al. 2019; Nevedal, Kratz & Tate
2016). For example, experiencing pressure sores, lying in one
position and being confined to bed for months affects daily
routines, separates people with SCI from the outside world
and harms their view of self, life and family. As people with
SCI are vulnerable to frequent SHCs in their lifespan, we
must be more proactive to prevent their occurrence and
when they do occur to offer support to patients and the
family to manage the disruptions.

In the context of South Africa, our findings provide more
evidence to strengthen the use of the biopsychosocial
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model of care that promotes patient-centred care. The
biopsychosocial model of care is holistic and links contextual
factors of the patient to care and recognises the patient’s role
in care. Patient-centred care is an empowering approach to
patient care that encourages the patient’s active participation
in relating problems as they experience them, goal setting
and decision-making (Lindberg et al. 2013). We need to
recognise that the patients’ views on illness and health
are shaped by how they experienced them (Kleinman,
Eisenberg & Good 1978). Patients want to be listened to and
validated by health professionals regarding their health and
well-being (Yorkston et al. 2010).

Conclusion

We explored the experience of SHCs amongst people with
SCI and found that SHCs were enormously impactful on
people with SCI as illustrated by their stories of fear,
embarrassment and shame. Secondary health conditions
have a profound impact on the health and well-being of
people with SCI. It is not only the presence of SHCs that
affect people with SCI but the effect they have on mental
health, the ability to function, participate in life and how lives
are disrupted. Understanding the experience of SHCs can
enhance communication between patients with SCI and
health professionals and aid in setting appropriate
management and prevention goals.

Recommendations

We need more studies on the prevention of SHCs and how to
minimise their impact on health and well-being. Health
providers should be encouraged to engage and actively listen
to patients. We encourage clinicians to use open-ended
questions during patient assessments, goal setting and
treatment to understand how patients experience illness and
its impact on their health.

Limitations
Firstly, given that our study used a qualitative approach, we
cannot generalise the findings to other contexts. Secondly,

we had very few participants with cervical lesions and female
patients with SCI.
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