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Abstract

Background and Aims: As a debilitating disorder, spinal cord injuries (SCls) can bring
about a range of physical, psychological, and social consequences in individuals and
even have effects on their lifestyle indicators. The present study was thus to reflect
on lifestyles among people with SCls developing from accidents and disasters.
Methods: Using a meta-synthesis of qualitative research, all articles recruiting
qualitative methods to examine patients with SCls, published from 1990 to 2020,
were retrieved by the researchers, good at the Persian and English languages, from
the databases of ScienceDirect, MD Consult, Pedro, ProQuest, PubMed, SID,
MedLib, Magiran, Scopus, Google Scholar, Iranmedex, the Cochran Library, CINAHL,
and Blackwell, tapping the keywords of “spinal cord injury, SCI, manmade disaster,
natural disaster, content analysis, concept analysis, thematic analysis, lifestyle,
quality of life, QolL, grounded theory, meta-synthesis, mixed-methods research,
historical research, ethnography, and phenomenology” in both languages for their
inclusion in this study and further analyses.

Results: With reference to the inclusion criteria, 18 articles were extracted, and after
all 10 studies in line with the research topic were reviewed and analyzed. Ultimately,
six main themes, namely, compromise, self-reliance, income-generating activities,
mental status, inability, and issues of sexuality were extracted, demonstrating their
importance to individuals suffering from SCls.

Conclusion: During the initial stages following SCls, the abilities to engage in
participatory practices and individual's power of decision-making diminish because
of physical, social, psychological, and environmental constraints. It was accordingly
recommended to have a holistic perspective and respect all aspects of life in
individuals with SCls.
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1 | INTRODUCTION

Natural and manmade disasters have together occurred continuously
in the long history of humankind, with a large number of adverse
effects on the environment and the humans, including loss of life as
well as financial, psychological, and environmental impacts.® Disasters
here refer to disruptive events, typically addressed beyond the
capacity in each society.? In this sense, manmade disasters include
events such as war, armed conflicts, or internal events as well as
technological disasters such as industrial accidents, rail accidents, etc.
that clearly have an element of human intent®; on the other hand,
natural disasters represent all atmospheric, hydrologic, and geologic
(viz. seismic and volcanic) phenomena.4 Over the last 20 years, a total
number of 7348 worldwide disasters have been recorded by the
Emergency Events Database (EM-DAT), leading to nearly 1.23 million
death tolls, affecting 60,000 people on an annual average, and over
four billion cases in total. In addition, disasters have resulted in
economic losses of approximately 2.97 trillion United States dollars
(USD) globally.® For 2000-2019, 510,837 deaths and 3.9 billion people
have been also influenced by 6681 natural disasters linked to climate
change.” In this sense, spinal cord injury (SCI) is one of the destructive
disorders, which might be experienced by all humans.®” Together with
physical limitations caused by SCls, individuals may further suffer from
emotional, mental, sexual, economic, and environmental stressors.®?
According to the National Spinal Cord Injury Statistical Center
(NSCISC), the annual incidence rate of SCls in the United States in
2015 was about 54 cases per million or almost 17,000 new cases per
year.'% With reference to the study by Baba-Mohammadi et al.,*?
estimating the number of Iranian people with SCls is demanding due to
lack of an accurate recording information system. Besides, evidence
shows that around 70-90 thousand patients are living with SCls in this
country. In accordance with the statistics released by the Vice-
Chancellor's Office for Health and Treatment affiliated to the
Foundation of Martyrs and Veterans Affairs in Iran, over 80,000
individuals with SCls have been so far identified, including 2000
veterans injured during Iran-lraq war or those suffering from SCls due
to falling from height, car crashes, accidents in the workplace, or sports
injuries.ls'14 Few studies have thus far reported that mental, social, and
professional functioning following the loss of job opportunities
resulting from SCls can make drastic changes in income, place of
living, family life, and access to social opportunities.'®> Transmission
from an independent life to a dependent one accordingly requires
specifying individual, social, and professional goals.}®” As reported,
physical disabilities affect all aspects of life in these patients, leading to
lifestyle changes and a rising trend in posttraumatic stress symptoms
and depression.*® In general, ISC-induced impacts can often bring
about striking consequences in any aspect of life for a person and
consequently disturb everyday life routines.’” Over the last decades,
health-related studies have mainly reflected on recording signs and
symptoms as well as risk factors associated with undesirable
consequences of SCls. In addition, scientific communities have
addressed factors promoting positive processes and outcomes in
these individuals to prevent risk factors and to minimize negative

consequences.?° Evidence shows that injury severity and type of
paralysis in such individuals depend on SCl levels. In fact, SCI may vary
from loss of sensation in a particular part of the body to quadriplegia.
Following the physical problems, coping with SCls is often difficult and
complicated.?* In this respect, factors such as unemployment,
depression, pain, substance abuse, as well as shame and isolation are
considered among the main barriers to adaptation to SCls,?%>2 which
can significantly affect lifestyles in these patients.?* Someone's ability
to maintain independent performance is frequently regarded as a
precondition to involvement in social activities (such as employment,
education, and leisure time).!® In the study by Pashaie et al.?®
identifying rehabilitation needs for patients with physical disabilities
arising from traffic accidents to allow daily life to return to normal, had
revealed that the implementation of the family- and society-centered
approach to rehabilitation and comprehensive multidimensional
rehabilitation programs, meeting the mentioned needs, could aid these
individuals particularly individuals with SCls to gain independence and
benefit from full-time support as well as availability and continuity of
health care services. SCls can additionally lead to loss of identity in
individuals, because they cannot take part in various activities or they
may have a sense of being invisible in social situations.?%?”
Accordingly, researchers are making efforts to collect information,
understand factors improving lifestyles in these individuals, and realize
how patients living with SCls can obtain more flexibility and eventually
upgrade their welfare through efforts, strategies, along with contin-
gency programs. Therefore, the present study was to get down to an
in-depth understanding of strategies maintaining and improving
physical, psychological, social, and economic health status in people
living with SCls. In addition, this type of awareness can be utilized for
health care professionals to keep an eye on the special needs of these
individuals in consort with special support. What is clear is that most
aspects of quality of life cannot be assessed in a quantitative manner.
The problem intricacies thus need to be examined in qualitative
research because questionnaires and quantitative tools cannot simply
demonstrate all positive and negative points in the lifestyles of patients
with SCls. As meta-synthesis is a relatively novel technique to review

h,282% it was practiced in the present study. In fact,

qualitative researcl
meta-synthesis refers to collecting a group of qualitative studies,
analyzing their findings, discovering their basic points, and converting
them into more general research.’® Conducting meta-synthesis of
qualitative research in this domain can accordingly provide researchers
and health care workers with new insights. Indeed, recognizing existing
challenges requires an analysis of experiences, feelings, and percep-
tions of patients with SCls and qualitative surveys can be effective in
this way. Therefore, this study aimed to reflect on the lifestyles of

people with SCls resulting from accidents and disasters.

2 | METHODS

As a meta-synthesis of qualitative research, all articles recruiting
qualitative methods to examine patients with SCls, published from
1990 to 2020, were retrieved by the researchers, good at the Persian
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and English languages, from the databases of ScienceDirect, MD
Consult, Pedro, Proquest, PubMed, SID, MedLib, Magiran, Scopus,
Google Scholar, Iranmedex, the Cochran Library, CINAHL, and
Blackwell, using the keywords of “spinal cord injury, SCI, manmade
disaster, natural disaster, content analysis, concept analysis, thematic
analysis, lifestyle, quality of life, QolL, grounded theory, meta-
synthesis, mixed-methods research, historical research, ethnography,
and phenomenology” in both languages for their inclusion in this
study and further analyses. In this sense, the inclusion criteria were
full-text articles published from 1990 to 2020, reflecting on SCls
caused by manmade and/or natural disasters, and their types, with
reference to a qualitative approach. The exclusion criterion was the
nonrelevance of the articles to the research topic.

We followed Noblit and Hare's seven steps of meta-
ethnography.®! In a meta-ethnographic analysis, information is
classified as a first, second and third-order constructs. First-order
constructs are direct quotes within studies, second-order constructs
are authors' interpretations within the primary studies, third-order
constructs are interpretations synthesized by the reviewers from

second-order constructs.

2.1 | Ethical considerations

Authors consider themselves obliged to comply with common ethical
principles governing the publication of scientific publications, which
are specifically defined in the guidelines of the International
Committee On Publication Ethics (COPE).

3 | RESULTS

Based on the above-mentioned criteria, a total number of 18 articles
were extracted, but nine cases were excluded. Finally, 10 articles
were reviewed, whose main characteristics are illustrated in Table 1
(Figure 1). Table 2 also shows the demographic characteristics of the
participants (namely, age, SCI level, and SCI duration) along with
the themes obtained from the selected articles. In studies examining
the lifestyles of people with SCls resulting from accidents and
disasters, according to Table 2, six main themes, including compro-
mise, self-reliance, income-generating activities, mental status, inability,
and issues of sexuality were extracted. The main themes were
comparable as people might run through common physical and
mental concerns following this injury, affecting their lifestyles as well

as personal relationships and financial status.

4 | DISCUSSION

This study was to investigate the lifestyles of patients suffering from
SCls. The findings from data extraction accordingly led to the
emergence of six themes, including, compromise, self-reliance, income-

generating activities, mental status, inability, and issues of sexuality. The
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main themes were comparable as people might run through common
physical, mental, social, and spiritual concerns following SCls, affecting

their lifestyles as well as personal relationships and financial status.

41 | Compromise

As one of the main themes, compromise was of utmost importance to
the study participants. It is clear that living with SClIs is a complex
process that needs kind of adaptation to physical, psychological, and
social changes in affected people and their families.*® SCIs often lead
to permanent defects as very important events in someone's life.*”4*
The coping strategies adopted by these individuals in stressful events
can thus shape their life consequences.*>*® Numerous studies have
so far delineated coping strategies and their impacts on SCls. Such

44,45

strategies, including acceptance, positivity,** social support,’

4546 and seeking for social support** have

religion and spirituality,
been discussed in a number of cross-sectional studies.*”*® Although
little research has examined such strategies practiced by patients
with SCI, no case has ever accounted for views and experiences of
the patients themselves in the course of compromise, to the best of
authors' knowledge, and there are still abundant uncertainties with
regard to the most effective coping strategies employed by such
individuals.***>° Family and proper financing can further contribute to
compromise in such patients, so the fewer the environmental and
family barriers, the better the mental health status and the

compromise routine in these individuals.

4.2 | Self-reliance

Self-reliance, as another main theme in this study, challenges people
with SCls in the domain of health, performance, physical and mental
status, and social life.>* This type of disability often results in defects
in sensory and motor skills as well as impaired functions inducing
bowel and bladder problems, limiting the ability of a person to
perform common individual and social activities independently. In
addition to physical constraints arising from SCI, people also
experience many emotional, psychological, economic, and environ-

mental stressors,*¢17:3¢

shaping their lifestyles. At present,
independent-performance criteria are considered as the most
effective ways to assess the independence practices during rehabili-
tation. Organizations monitoring SCI have also accepted the given
criteria following their evaluation in joint studies as a performance
indicator.” Accordingly, independence dimensions have reduced into
two categories, namely, motor and cognitive. In this sense, the motor
items include self-care (eating, putting on make-up, taking a shower,
dressing, being independent in toilets), bladder/bowel control,
mobility (moving to beds, sitting on chairs, going to toilets, using
moving showers, using a wheelchair, and climbing stairs), and
cognitive items such as communications (perception and self-
expression), social interactions, and cognitive activities (problem-

solving and memory).*°
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Search in Persian databases
Iranmedex, SID, Magiran, MedLib

6 Duplicates

2 Articles with no mention of qualitative research
method

FIGURE 1 Article inclusion process.

4.3 | Income-generating activities

According to this theme, patients with SCls are encountering numerous
problems and complications. Of the important ones affecting these
individuals following the acute phase of SCI are having an income and
going back to work.>?> Among the health care goals for people with
disabilities is providing them with independence that leads to more
satisfaction with health care services, reduction in physical dependence,

and a sense of better personal control.>?

Disabled people are among
individuals experiencing unemployment more than other counterparts
do, since they are the last workforce recruited by organizations and
institutions. In this view, the rate of employment among them is much
less than normal. They accordingly suffer from the problems of finding
jobs and need more help to overcome such obstacles.>? In the study by

Wang et al.>®

in Taiwan, evaluating the effectiveness of training
programs designed to improve the quality of life and the possibility of
hiring patients with SCI, the rate of unemployment in these individuals
had been estimated by 78.2%. Physical defects, search for jobs, as well
as return to work can thus limit these individuals, so mental factors are
as important as physical disabilities in determining the success of return
to the workplace in people with SCls.>* Employment is also assumed as
an activity essential for the completion of personal and social life, so
there is always an emphasis that all people, under different conditions,
must work all the time, and employment can establish a logical and

dynamic relationship between the person and the surrounding world.>®

4.4 | Mental status

People with SCI are also exposed to risks arising from mental
disorders that differ from a process of normal grief, sorrow, and
discomfort, giving rise to considerable losses in connection with

this type of injury.®®>” SCls might be accompanied by different
levels of psychological illnesses,”® so substance abuse and suicidal
attempts in the population of patients with SCls are higher
compared with healthy individuals.’?*® For example, Diemen
(XXX) had found that half of the adult samples with SCI had
turned to consumption of alcohol or other drugs and even the rate
of suicidal attempts and actions following injury in these
individuals had augmented by five times more than the expected
value in the general population living in the States United, Europe,
and Australia.® In the survey by Kravous (XXX), four groups of
major problems in people with SCls had been determined,
including (1) mental problems such as loneliness, depression, and
stress, (2) those related to dependency and control, (3) health
problems such as pain, and (4) social inconveniences such as access
to public facilities.®? Although mental problems do not emerge in
more than 50% of patients with SCls and its related disorders,
there are minority groups who are significantly at risk and the
nature of the psychological illnesses following this type of injury

needs to be specifically taken into account.®®

45 | Inability

Reflecting on disorder, disability, and paralysis, the World Health
Organization (WHO) attributes the causes of disabilities to society,
and thereby puts more emphasis on the abilities of people with
physical problems to boost their participation.*° Difficulties associ-
ated with SCls include reduction in vital capacity, osteoporosis,
postural hypotension, abnormal automatic reaction, muscle contrac-
tion, bone defects, pressure ulcers, and sexual problems.®? The
prevalence rates of depression and anxiety in these people have been
also reported by 20%-25% and 30%-40%, respectively.’® Each
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TABLE 2 Demographic characteristics of the participants in the selected qualitative studies.

Author(s) (year)

Rahmani-Rasa
et al.>* (2018)

Smith et al.®° (2015)

Jackson et al.*® (2010)

Le Fort et al.?* (2020)

Bailey et al.>? (2016)

Scheel-Sailer
et al.*” (2017)

Age (year)
25-66

A sample of 20 people,
specifically, 15 males and
5 females aged between
21 and 70 years
(mean = 31 years of age)

40-49
40-49
40-49
40-49
50-59
30-39
30-39
40-49
30-39
30-39

48

56

50

61

62

26

32

42

44

21

48

63

36

35

19-29 (n=6)
30-39 (n=2)
40-49 (n=5)
50-59 (n=5)
59-60 (n = 4)

SClI level

C4-C8 (n=14)
C1-C4 (n=150)
Paraplegia (n = 63)

Tetraplegia
(n=34) (n=14)

Not mentioned

Quadriplegia
Quadriplegia
Paraplegia
Quadriplegia
Quadriplegia
Quadriplegia
Quadriplegia
Quadriplegia
Quadriplegia
Quadriplegia
C4/Cs

Cs

Cs

Cs

Cs

Te

Ty

Cs

T7

&

Cs

Cs

Ts

Cs

Tetraplegia (n = 14)

SCI
duration
(year)

6 months to
28 years

2-3 years

16
19
19
21
23
16
16
19
18
17

12

14

10

4

9

36

18

16
0-10(n=7)
2-4 (n=6)
5-9 (h=3)
10-19(n=2)
20-40 (n=4)

Themes

Body problems (defects)/Loss/Communication/
Responsibility and control of individual life/Work and
ability to collaborate/Surrounding environment/New
values/Development/Landscape/Good and bad days/
Value of human existence/Independence®*

Lack of independence: Freedom, control, and flexibility/
Inability to participate in community life/Failure to
sustain meaningful relationships/Damage to physical
health/Restricted participation in work and leisure time
physical activity/Life on hold: Lack of meaning, self-
expression, and the future/Loneliness/Difficulties with
re-housing process/Depression/Suicidal thoughts and
actions®®

Employment status/marital status/SCl severity/Cause of SCI®®

Challenges to gain balance in life/Emotional instability/
Anxiety about the future/Permanent dissatisfaction
with oneself?*

Physical appearance/Concerns about the body weight/
Negative performance features/Social impacts/
Amputation/Hygiene and health problems along with
incontinence/Independence>?

Decision-making processes/Physical, mental, and personal
aspects/Attitudes of health professionals/
Organizational status/Environmental aspects/Time
dimensions/Disorder/Disability/Paralysis/Quality of
life3”
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TABLE 2 (Continued)

Author(s) (year) Age (year) SCI level
Khazaeipour 29-47 T7
et al.’® (2018) T8
T9
T12
L1
Taylan et al.*° (2020) 56 Paraplegia
53 Paraplegia
52 Paraplegia
53 Quadriplegia
42 Quadriplegia
41 Quadriplegia
46 Paraplegia
35 Quadriplegia
42 Quadriplegia
47 Quadriplegia
Kehn et al.%¢ (2009)  45-63 L1-12 (n=4)
T8-T9 (n=2)

T11-T12 (n=2)
T10-T11 (n=1)
T11-T12 (n=1)
T6-T7 (n=1)

Richards
et al.*? (1997)

Té and L2 verified
by a physiatrist

15 participants aged 30-55

Abbreviation: SCI, spinal cord injurie.

person at each stage of life might accordingly face physical
disabilities. According to Table 2, inability was one of the very
important themes in this study. With resepct to the definition offered
by the WHO, inability refers to any kind of limitation or lack of ability
that keeps a tight rein on a person's activity to do something in the
way that ordinary people do, or makes their scope of activity out of
normal order. Physical disabilities are usually divided into two
categories: sensory and motor.®4%> After SCI, several spinal shock
phases may be experienced from 24 h to 6 weeks later in which
numbness is felt below the surface of the lesion. In this case, tendon
reactions are reduced, the bowel and the bladder are relaxed, and the
sympathetic nervous system functions are impaired.* On the
contrary, despite strong evidence that these individuals live through
negatively stressful experiences, they continue to grow and there is
compelling evidence of the positive changes in their lifestyles along
with their painful events. Many people adapt to these conditions over
time and lead a meaningful and purposeful life.?”

Open Access

SCI

duration

(year) Themes

6-34 Support-Seeking/Constraints/Challenges of return to
society/Recovery facilitators>®

3 Independence/Health/Main barrier/Comfort/Aesthetics

15 (Appearance)/Self-confidence/Personal issues/Dignity and

’ respect/Gender and issues of sexuality/Normality/Safety

1.5 and security®

10

1.5

17

8

1.5

2

8

22-30 Social/Economic/Cultural/Medical/Environmental
aspects36

10-25 Cognitive-genital dissociation/Sexual disenfranchisement/
Sexual Exploration/Sexuality reintegration®?

4.6 | Issues of sexuality

The other frequently observed theme in this study was the issues of
sexuality and its dimensions, almost directly pointed out in all studies
based on the extracted data. People with SCls live with this problem
for long, they also work like their friends and colleagues, make a
family, and even take part in sports competitions. However, activities
that seem safe, simple, and easy to healthy individuals are
problematic for these patients. Besides, these people are grappling
with a number of financial problems, no social support, and health
issues.

Fortunately, new medical advances have made it possible for
patients with SCls to live for longer years and run a meaningful and
productive life. It seems that these individuals need to take a different
look at their body.3> Changes to their lifestyles can be also assessed
through their certain mental feelings with regard to happiness or

unhappiness about life.?® At present, independent-performance
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criteria are considered as the most effective ways to evaluate
independence practices during rehabilitation. Organizations monitor-
ing SCI have further accepted the given criteria after their assessment
in joint studies as a performance indicator.®” In a survey, the results of
lifestyle assessment in 11 dimensions including employment, educa-
tion, leisure time, economic status, housing, daily living activities, family
relationships, social relationships, physical health, psychological com-
fort, self-image, independence, and lack of dependence on environ-
ment had revealed that 73.3% of people with SCls had reported their
lifestyles at a balanced level.3 In another study, evaluating people with
SCls, they had been identified with low mental status compared with
healthy individuals.?® The rates of suicide, divorce, and substance
abuse in individuals with SCls are also higher.® As a very painful event,
SCI can thus overshadow all aspects of life.®

In the present study, no relationship was found between lifestyle
and other themes such as age, cause of SCI, SCI level, and SCI
duration. Moreover, there was no relationship between lifestyle and
cause of SCI. The patient had also recognized their inability to control
all things as they were exploiting this feeling to be a relief from
heaviness coming from their inability. One of the main objectives in
SCI rehabilitation, in addition to access to stable medical state and
physical independence, is to create the best power of decision-
making in all stages of life, which can be achieved through
maintaining the independence of the individuals. On this basis, these
people must recognize their own social identity as ones with SCI and
accept it as someone with disabilities. They also need to perceive
their differences compared with healthy people and easily acknowl-
edge them. The present study showed that the participants had
accepted their disability sometime following injury and had tried to
keep living; in other words, they had attempted to return to normal
life. During the first phase of rehabilitation provided to patients with
SCl, the treatment system must thus show maximum commitment
towards the main themes such lifestyle and its sub-themes, namely,
independence, adaptation to SCI injuries, issues of sexuality, and
decision-making that are of utmost importance and vital for
individuals with SCI, especially in the early stages of the injury, and
focus on service delivery in this field.

Even though cultural needs, economic status, marital status, and
issues of sexuality in patients living with SCI have been thus far less
considered, improving the lifestyles of these individuals in a positive
manner demands adopting a comprehensive perspective along with
meeting physical and mental requirements. In general, it is suggested
to develop a model for future research, wherein the health care
framework for patients with SCls is defined to provide support and
rehabilitation for these patients and play a crucial role in boosting
their lifestyles positively in the shortest time possible. In this way, an
effective step is taken towards preparing patients to live normally
and to be in social activities.

It is suggested to design a model for future research; in which the
structure of care for patients with spinal cord injuries is defined and
with effective support and rehabilitation of these patients, it plays a

significant role in increasing the quality of life of these people and

protecting their health in the shortest possible time. In this way, an
effective step will be taken to prepare patients to return to normal

life and society.
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