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Abstract
Introduction Spinal cord injury (SCI) is a life-changing event that drastically affects a person’s sense of identity, ability to
participate, and quality of life (QOL). Researchers studying the coping process have often focused on identifying mala-
daptive behaviors and barriers, and less on positive psychology approaches emphasizing individual strengths. More recently,
positive psychology constructs, such as resilience, have received greater attention from SCI researchers. Early and ongoing
recognition of resilience in patients with SCI may provide important information to clinicians about adjustment and long-
term management. Our purpose is to document patterns and indicators of resilience, using a narrative approach, during
various stages of adjustment following SCI.
Case presentations Narrative case presentations are deriving from in-depth qualitative interviews with two women aged 63 and
52, living with SCI. Both had complete motor neurological injuries that incurred at 27 and 35 years, respectively. Each woman
was interviewed twice, approximately 10 years apart (age 63 and 52, and age 54 and 42). Each demonstrated high levels of
resilience through evolving roles of family and caregivers, inner personal strength, and participation in their respective com-
munities. We highlight differences, similarities, and evolution of resilience factors in and between each case.
Discussion These cases illustrate examples of long-term resilience, adding richness to the resilience construct. Results provide
knowledge that can be used to target rehabilitation interventions toward successful coping styles. In sharing these cases, we hope
to assist clinicians and researchers to better recognize patterns of resilience in their own patients and study participants.

Introduction

Spinal cord injury (SCI) is an unforeseen life-changing
event that alters a person’s ability to function in daily life,
including significant limits on motor and sensory function,
bladder and bowel dysfunction, risks of infection, and loss
of sexual function [1–4]. Further, SCI drastically affects a
person’s sense of identity, ability to participate in mean-
ingful life activities, and quality of life (QOL) [5–8].

Together, these challenges have been shown to have pro-
found negative effects on psychological health, including
depression, anxiety, and isolation [2, 9–11]. While the
process of coping with the results of SCI has focused tra-
ditionally on identifying and addressing maladaptive beha-
viors and barriers, a positive psychology approach to
understanding coping focuses on positive traits and abilities.
In fact, studies have found that the majority of patients with
SCI demonstrate some form of resilience, or the ability to
adapt to negative events [12–14].

Support for an explicit association between SCI and psy-
chological resilience comes from Quale and Schanke [15].
They define resilience as a combination of low levels of
psychological symptoms, such as anxiety and depression, and
consistently high levels of positive affect. The construct has
also been defined as an ability to flourish in the face of
negative life events [16], and has been shown to mitigate the
impact of SCI, leading to improved functional, psychosocial,
and health-related outcomes [12, 14–17]. Two requirements
are noted in the literature as important in defining resilience:
(1) exposure to significant adversity such as SCI; and (2) a
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positive developmental outcome must have occurred follow-
ing this exposure [12, 18–20]. Further, the construct is
dynamic and processual, changing and adapting over time,
and encompassing both behavioral and psychological aspects
leading to positive adaptation [20].

Following on the framework of resilience model (FRM)
[18, 19], resilience is predicated on the presence of key
environmental and interpersonal “protective factors” and
“vulnerabilities”, which decrease or increase the probability
of poor adaptation and coping outcomes following negative
life events. These key factors play important roles in
framing resilience in the context of other individual factors
and characteristics, such as severity of injury, level of
cognition and education. Factors in the FRM include indi-
vidual differences (e.g., attitudes and appraisals, degree of
self-efficacy, skill at problem solving), family support (e.g.,
parental bonds, romantic partner support, socioeconomics
of the family), and support systems outside the family (e.g.,
nature of social networks, outside interests, peer relation-
ships) [18]. Those with SCI who demonstrate high instances
of protective factors tend to demonstrate high resilience to
their injury circumstances, and are better able to deal with
the issues they face, show greater acceptance of challenges,
and a fighting spirit in overcoming limitations [12–14]. In
particular, those with high resilience at onset of SCI tend to
demonstrate better adaptive responses and maintain high
resilience despite future challenges [14, 21]. Likewise, those
with greater vulnerabilities demonstrate less resilience.

Although SCI-related resilience is explored in detail in
the literature, that literature tends to focus most often on
quantitative measurement and correlation [9, 14, 18, 22–28],
with patient narratives less often appearing in print. The
purpose of this article is to illustrate lived evidence of resi-
lience as it unfolds using a narrative approach during the
various stages of adjustment following injury. Better
understanding of the resilience construct can assist clinicians
in gaining further insight into the psychological process of
adjustment after SCI, enabling them to more fully under-
stand the ways in which some persons with SCI manage
significant impairment. Further, resilience patterns can help
explain the reasons persons with SCI sometimes report
relatively stable life trajectories and health levels of psy-
chological and social functioning [9, 19, 22]. Because
thoughts and behaviors contributing to resilience are seen as
modifiable, these can be improved by interventions designed
to enhance self-management, self-efficacy, and positive
adaptation after injury [29].

Case presentations

Case presentations derive from qualitative data collected as
part of two mixed methods studies on the lived experiences
of SCI. Participants for the two studies were recruited

through a major Midwestern medical system and nearby
VA hospital. Purposeful, criterion-based sampling was used
in both studies [30]. A representative sample of time since
injury and neurological level of impairment was sought in
order to capture a range of participant experiences. The two
women presented here were the only individuals involved in
both studies. Each woman engaged in two semistructured
interviews, one in each study, separated by ~10 years. Each
interview lasted 80–90 min. Interviewers were highly
trained in qualitative interviewing techniques and well
versed in psychosocial issues of SCI. Questions were open-
ended to allow participants’ own thoughts to emerge.
Interviews were audio recorded and transcribed.

There was considerable overlap in the content of the
two studies. The first study (Study 1; N= 50), conducted
in 2002–04, elicited narrative responses of women with
SCI around their ability to thrive based on social resour-
ces, personal strength and coping, and the impact of SCI
on social roles and self-identity [31–33]. The second
study (Study 2; N= 40), conducted in 2014–15, investi-
gated how persons with SCI (men and women) coped with
neurogenic bladder and bowel (NBB) and elicited narra-
tive accounts of NBB management routines and chal-
lenges, psychosocial factors, QOL, and the impact of
complications such as incontinence and urinary tract
infections (UTIs) [3, 34].

Our present dataset is comprised of the semistructured
interviews for these two women, one interview each from
each study. Text transcripts of the four interviews were
coded using qualitative data analysis software (NVivo 10)
[35] by highly trained coders. Codes were derived from the
resilience literature, particularly protective factors, vulner-
abilities, and the emergent themes from FRM of SCI-related
resilience [12, 28]. Further, we adapted the resilience
themes found in the qualitative study by Monden et al. [28]
as codes to explore the comparability of those themes with
our own. Those themes included psychological strength,
social support, perspective, adaptive coping, spirituality/
faith, and role model/inspiring others.

The authors (two medical anthropologists and one
rehabilitation psychologist) independently read the coded
text, to begin identifying themes [36–39]. Potential themes
were identified following a hybrid inductive–deductive
approach to search for indicators of protective factors and
vulnerabilities of resilience [14, 18, 28]. Intensive discus-
sion of coded transcripts was used to reach consensus on
key themes [40], which were either accepted or rejected on
the basis of the available data and whether they were a
credible reflection of two women’s stories. Those inter-
pretations most strongly supported by the data were deemed
credible and included [40, 41]. A summary of character-
istics of both cases, including resilience factors, trajectories,
and life changes, appear in Table 1.
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Mary’s story

Mary was an African-American woman, born in Florida,
and lived in Michigan since her late teens. In the late 1970s,
she was a young divorcee with two small children, working
three jobs to support her family. At 27, in 1978, she was
involved in an automobile accident while traveling in Iowa.
Her son was killed, her daughter sustained minor injuries,
and Mary was paralyzed (motor complete, sensory incom-
plete tetraplegia). Unable to leave her hospital bed for many
weeks, a lengthy rehabilitation followed. She received
initial care at a small rural hospital. Once medically stable,
she was transferred to a larger hospital for rehabilitation in
Florida, close to her extended family. SCI treatment during
the 1970s was much less advanced than today’s clinical
care. Her long-term prognosis was poor. Her healthcare
team was not optimistic about her ability to recover and live
independently.

Immediately following her injury, family members came
to the hospital to support her. However, throughout her
physical and occupational therapy, she resisted assistance
from nurses and family, determined to learn to act inde-
pendently again. She recalled actively waving away her
father’s offers for help and demanding to do things like
eating by herself, no matter how long it took. Mary refer-
enced her Christian faith as a source of strength during her
rehabilitation, aiding her in coping with the early life
changes following SCI. Once her inpatient rehabilitation
was complete, she returned to Michigan with her daughter
to resume their lives.

At the time of her first interview (2004), Mary was 53
years old, and 26 years post injury. Here, Mary reflected on
the start of some physical slowdown of her body. She

detailed how her bladder and bowel management, some-
thing she took pride in accomplishing on her own, was
becoming more difficult. She imagined a time in the future
where she would need assistance. In terms of participation
in the wider community, Mary spent most of her days out of
the home, working for the local center for independent
living and participating in spinal cord advisory boards at the
local hospital. Her involvement in the SCI community was
a clear source of pride, connecting her to a higher purpose
of helping others. Finally, she cited her close family rela-
tionships, including occasionally watching her grand-
children overnight. The description of her family bonds
suggested a dynamic where she provided care rather than
received it.

At the time of her second interview (2014), Mary was
63-year old, having lived with her injury for 36 years. She
owned her own company, providing peer consultation ser-
vices to others with SCI, especially African-American
women. Further, she was an advocate for the rights and
benefits for those with SCI living in poverty. Her inner
strength seemed to come from her willingness to give back
to others, sharing what she had learned during her difficult
life. Together, her work showed both her high level of
resilience and her competence following SCI, but she also
referenced the protective, supportive effect of this work in
providing for her own emotional need to give back.

Mary’s approach to life communicated a sense of strong
self-efficacy—competency and a need to do for herself
(independence) and give back to others, rather than rely on
others to meet her immediate physical or medical needs.
This self-efficacy enabled her to overcome challenges
without formal caregiving. For example, despite her level of
injury and functional limitations in her hands, she took

Table 1 Summary of cases and characteristics related to resilience construct.

Resilience factors Life changes Resilience trajectories

Mary
• 27 years old at injury
• 53 years old at Study 1
• 63 years old at Study 2
• Tetraplegia
• Motor complete
• Sensory incomplete
• Single (separated)
• High school diploma

• Main provider for children
• Strong religious faith
• Family support
• Peer advocacy
• Limited government insurance

• Grandchildren
• Loss of hand/arm strength
• Started own business
• Waning health; more UTIs

• High degree of personal strength derived
from faith

• Actively managed social support to prevent
dependence

• Resilience through giving back to the SCI
community

• Loss of independence over time due to age and
loss of strength

Ruth
• 35 years old at injury
• 40 years old at Study 1
• 52 years old at Study 2
• Tetraplegia
• Motor complete
• Sensory complete
• Single (divorced)
• PhD

• Education and career
• Individual, career-minded
• Family support
• Generous private health
insurance

• 24-hour nursing care

• Divorce from husband
• Contemplates career change
• Becomes rehab psychologist
• Healthy between studies

• Focuses on career development as individual
strength

• Self-reflective of her changes and
accomplishments over time

• Develops an independent lifestyle through 24-hour
nursing care

• Less risk of loss as she ages due to nursing care
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pride in the fact that she had taught herself to self-
catheterize by weaving the catheter through her fingers in
order to hold is securely. She was able to drive herself to
places and did her own bowel program with minor help to
transfer to the bedside commode. Together, these creative
self-management techniques showed a high degree of
problem-solving skill and self-efficacy.

In Study 2, Mary revealed that she had gradually and
increasingly been experiencing bodily changes she alluded
to in Study 1, leading to further hand weakness and
increased UTIs. Declining arm strength and shoulder pain
made her transfers and her ability to move independently in
her wheelchair an increasing challenge. Her bodily decline
challenged her ability to drive herself (in her adapted van),
to socialize, and to work as she did before. In spite of these
stressors, she denied any feelings of depression. Instead, her
sense of responsibility toward helping others with SCI,
especially young African-American women, and her own
family support were significant sources of resilience.
Besides signs of adaptive coping and high self-efficacy, a
sense of gratitude shaped her new self as she aged with SCI.
During the interview, she expressed feeling blessed for
having such good physical and psychological health for as
long as she had.

Of note, Mary’s healthcare needs were covered by
Medicaid and Medicare, government-supplied insurance in
the United States for those economically disadvantaged and
elderly (respectively). Her insurance coverage was limited,
and as such, she was very conscious of the costs associated
with her care as she aged. Her new challenges meant an
increasing loss of independence and the increased need for
regular assistance from a caregiver, which threatened to
impact her financial livelihood, and thus contested her
resilience. Up to her second interview, she was able to make
adaptations to maintain her independence. As she aged, she
was no longer able to adapt as well. Nevertheless, she
continued to solve problem in face of these new challenges
reaching out to her community of friends, colleagues, and
professionals who served her asking for information on her
new medical complications and resources to address these.
Mary passed away from undisclosed medical complications
in 2017, after being bed ridden for several months. During
this time, she remained engaged in community activities
and participated in meetings via conference calls. She
stayed close to her daughter and her brother who both
served as caregivers later in life, until her passing.

Ruth’s story

Ruth is a Caucasian woman who grew up in Michigan. She
described her early adulthood as one of exploration and
learning what she wanted to do with her life. In her 20s, she
earned a degree in business and began work as a consultant.

She described her 30s as a time of settling in, meeting her
husband, and furthering her career. At 35, in 1997, she was
involved in a rollover accident, where she was ejected from
the automobile, and left paralyzed (motor and sensory
complete tetraplegia). Her early experiences in rehabilita-
tion were especially challenging. For example, she descri-
bed herself as a communicator. Being dependent on oxygen
support early on prevented communication challenged her
sense of competence and ability to successfully cope with
her losses. These initially negative appraisals led her to
contemplate giving up. With time, she realized that her
husband and family needed her and she would choose to
live; “I can always choose to die later.” Ruth explained that
once she made this decision, she quickly came to see her
injury as a new challenge to overcome, motivated by a
strong desire to get back to work. In rediscovering her
positive appraisal, her positive mood and motivation served
as early protective factors of positive adaptation, over-
coming the initial despair from her injury.

Ruth’s resilience was challenged by interpersonal and
environmental burdens following her injury. For the first
6 months, Ruth and her husband lived in an extended stay
hotel while contractors remodeled their home to accom-
modate her physical needs. This move placed considerable
strain on their marriage, as both struggled to adapt to Ruth’s
injury. Her husband often demonstrated active aversion to
her bowel and bladder management programs. For example,
catheterizing equipment would have to be out of sight and
not left around in their bathroom. He did not want to discuss
or be involved in her bowel or bladder care. Ruth spent a lot
of time worrying about the sexual limits on her marriage—
whether her husband was fulfilled. Under the continued
stress, Ruth and her husband eventually divorced.

At the time of Study 1 (2002), Ruth was 40 years old,
and 5 years post injury. She had established her own
business doing case management with nurses serving those
in the community with disabilities. Starting this business,
negotiating her divorce, and returning to school were all
additional stressors on her life. She approached these
stressors with a determination, again sourced from her
individual character and supported by the socioeconomic
advantages of her insurance coverage. Further, she was in
her second year of a master’s program in rehabilitation
counseling. Ruth explained that she was motivated to start
her own business and return to school out of a desire to
contribute to the bettering of the lives of those with dis-
abilities. However, it appears her own determination, a
desire to “never be bored,” and an identity shaped by
overcoming challenges likewise facilitated her resilience.

At the time of her second interview (2014), Ruth was 52
years old, having lived with complete tetraplegia 17
years. Ruth continued her education in rehabilitation
counseling, completing doctoral work in 2005 in a major
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state university. Throughout her schooling, she developed
strategies for managing her bladder needs in public, locating
accessible restrooms, and due to her insurance was able to
afford nursing care to accompany her to her classes. She
moved from Michigan and became a faculty member at a
major university in another state. Since her first interview,
she also underwent an elective urinary diversion surgery to
simplify her catheterization, which, with the help of her
caregiver, greatly increased her independence. Ruth’s career
trajectory had moved from one of business to case man-
agement, and then to academia in direct response to her
injury experiences and opportunities.

Ruth had been relatively healthy since her injury, without
limiting complications or secondary health conditions to
hinder her career or personal aspirations. She cited her
ability to adapt, her determination, and her take-charge
approach to life as secrets to her success—all factors in
keeping with the protective adaptive features of resilience.
She had become a successful teacher and mentor. She had
secured significant concessions to her needs at work; her
employer making sure she had a bathroom and rest place
near each of her classrooms. Ruth’s energy was focused less
on independent self-management—she was well aware that,
even with the diversion surgery, she would always need
caregiver assistance for her bladder and bowel. Instead, she
focused more on fulfilling broader personal and professional
goals. Ruth developed an acceptance of dependency on
caregiving that worked well for her.

It is worth noting that in the United States, automobile
insurance covers some of the medical costs and rehabilita-
tion services needed following an accident. However, cov-
erage levels are determined by state policy and not all states
provide the same coverage. Ruth’s accident happened in
Michigan. At the time of her accident, Michigan automobile
insurance policies included “catastrophic coverage” that
provided for all of Ruth’s medical and rehabilitation needs,
including outpatient therapies, adaptive transportation and
housing, assistance with vocational and educational train-
ing, and 24-h caregiving. Because Mary’s injury occurred in
a state without this level of catastrophic coverage, these
financial resources were not available to her. Catastrophic
insurance coverage meant Ruth’s prognosis for independent
living and participation in the community was relatively
better than Mary’s given here reliance on the public benefits
systems. From a financial perspective, Ruth had choices not
available to Mary.

As Ruth continues to age, new medical issues have
occurred requiring additional treatments but none has been
life threatening. Further, she espoused no depression or
anxiety over her circumstances, health, or work, considering
herself as always being “positive.” In addition to access to
excellent care through her life, her own knowledge and

professional judgment have led her through a successful life
course providing her with a strong sense of self-efficacy.

Themes of long-term resilience

We identified four resilience themes that were (1) shared by
both women, and (2) demonstrated change between the
two studies. These themes include leveraging individual
strength, managing social support, engaging in life beyond
SCI, and adapting to SCI-related challenges. Tables 2–5
provide demonstrative narrative examples from each inter-
view, by case and by study. Below, we define each theme
and compare the women’s experiences.

Leveraging individual strength

This theme captures moments wherein each woman refer-
enced protective resilience factors in the form of her own
internal state, worked to leverage self-efficacy in her own
care or wider life, or reflected on the source of individual
strength.

As shown in Table 2, Mary’s response to rehabilitation
was to leverage her individual strength in a desire for per-
sonal independence. Overly relying on family support
would leave her vulnerable to become dependent. Mary’s
determination to be independent seems possibly associated
with her ability to appraise negative events as challenges
that can be overcome, her self-efficacy displayed by her
ability to solve problem and adapt when faced with very
limited financial options. By Study 2, she demonstrated how
her self-determination led her to solve her problems in a
proactive way. Further, faith fueled her acceptance and
positive attitude, her self-determination, and proactive self-
efficacy—without it, she said, “I probably wouldn’t even be
sitting her.” Spirituality is a factor shown to significantly
predict post rehabilitation QOL [42]. As a result, Mary
leveraged her Christian faith as a source of resilience. She
worked beyond her own needs to inspire others to achieve
this same level of strength and adaptation.

Ruth also demonstrated psychological strength in her
initial recovery and life after SCI (see Table 2). She pro-
jected a self-image that focuses on her personal determi-
nation, citing her bravery, strength, and acceptance. A clear
difference of the 12 years between her interviews is the
ability to reflect on her journey. In Study 1, her narrative
describes her path as a natural result of events and inter-
actions among her positive personal style and strength,
environmental and situational factors. By Study 2, she had
learned to navigate this new dynamic by becoming more
competent in articulating her own needs and while receiving
considerable personal assistance and financial resources to
make up for her losses. In contrast to Mary, she developed a
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much stronger sense of interdependence on others early on
based on these interactive factors. Yet she reflected on how
her resilience “did not happen overnight” but instead was a
dynamic and interactive process. She normalized her
adaptation; at one moment referencing the years it took to
adjust to her SCI and the next claiming her adjustment as a
normal part of human experience.

In summary, leveraging individual strength allowed each
to minimize their vulnerabilities and find resilience in the days
and years following SCI. Each woman demonstrated positive

self-efficacy, reported in the days following their injury and
demonstrated in their attitudes toward their injury. Both
framed their injury experiences as challenges and worked
proactively to overcome them. Mary’s strength came from her
strong personal self-identity and her ability to thrive on
helping others while leveraging her family support, social and
professional contacts, and spiritual faith as sources additional
strengths. Though Ruth does reference her faith in Study 1,
her strength appears to come more from her own self-image
of being a certain kind of person. Their statements dovetail

Table 2 Leveraging individual strength theme examples by case and study.

Study 1 (2002–04) Study 2 (2014–15)

Mary …if I continued to let everybody do it for me all the time, I
would never do it myself… But then that’s the kind of
person that I am. I believe that even though they say it can’t
be done, if I try hard enough, I can do it.
And I’ve always had a strong faith in God… but after this
accident, I think it—well, no, I know that it helped to really
increase my faith and really trust Him very much. I learned
that God does not make any mistakes.

I would say the secret would be accenting the positives and
trying to take care of the negatives. Don’t get so caught up
in all of the problems, but be aware of them and try and find
solutions. And then it’s just being grateful and thankful…
I think my faith, my positive attitude and my strong will. If I
didn’t have that I probably wouldn’t even be sitting here
talking to you because the doctors had said when I first got
hurt, “Put her in a nursing home. She’s not going to be
doing anything for herself or anybody else.”

Ruth …people suspected that I was in denial and I don’t really
think that I ever was and they were waiting for me to crash.
And five years later, I really never have. So, either I’ve been
in denial for five years or I just learned to accept it real fast.
But I kept telling myself it was going to be all right and that
I would be able to deal with it so I… tried to rationalize my
way through it and not be too stressed out… I think that I’m
a really brave and strong person and that I really
persevere… It’s just the way I am…

I’m very, very resilient and I think that that’s what I can
attribute to be adjusted to a level of where I’m at. Believe
me, it did not happen overnight. It took years… I really do
push myself hard, so I think that my personality, being as
driven as I am, has really helped me.
I think that it’s just a normal process of desensitization, just
the human adaption. I can’t think of anything special that
happened. Again, I just think that it was a process over time
that occurred… Life goes on.

Table 3 Managing social support theme examples by case and study.

Study 1 (2002–04) Study 2 (2014–15)

Mary …sometimes your family can be so loving and so supportive
that they really hamper your growth or your progress …
They don’t want to see you struggle or to see you suffer to
accomplish what you have to accomplish.
And my dad literally started crying and says, “Daughter
don’t do this! You don’t have to do this. We’re going to take
care of you…” But I told him that this was just something
that I wanted to do, even if I couldn’t do it the way that I
used to do it… if I continued to let everybody do it for me
all the time, I would never do it myself….

Even recently I got some dysreflexia cards and gave them to
all the members of family, my daughter, my sister, all my
brothers, my father. Most of them are out of state, but I want
them to know if I’m there and these kinds of things start to
happen this is what you need to do.
I’ve been able to just be open about everything… I mean it’s
a part of you. I always say to people, your disability does
not define who you are, but it’s just a matter of letting
people know what that all involves. So why should I not
make them aware and make them knowledgeable?

Ruth [My family are] all very open about helping me with my
care… They understand the physiology behind the injury
and, as a matter of fact, all were taught to cath me.
Especially my sister has learned how to cath and do the
bowel program because she felt it was very important.
…there were a ton of things I did because [my husband] did
not want to be reminded of the injury… So, his way of
dealing with it was to ignore as much of it as he could. So, I
was very secretive. I would not use the word “cath.” That
word was not to be spoken. If we were in the bathroom and I
was draining my leg bag, I didn’t want the sound of the
water entering into the toilet.

I did have [a peer counselor]… and he was able to tell me,
“Yeah, it gets better in time. You’ll be able to stay in the
chair more than a couple of hours without feeling like you’re
going to die.” I think peer counseling is probably one of the
most helpful things that any individual with a spinal cord
injury or traumatic injury can have.
It just gave me the opportunity. [My insurance company]
offered to pay for my master’s to go back to school, and
then of course [my mentor], when I wanted to stop and not
go back to school, she wouldn’t take no for an answer. She
wanted me to get my PhD and so she really pushed to get
that training fellowship…
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with definitions of resilience that include “the ability to
flourish” [16] and a “fighting spirit” [12, 13]. In Ruth’s case,
however, the dynamic interactions with external resources is
clearly another source of strength and resilience.

Managing social support

This theme captures the nuanced way in which Mary and
Ruth each interfaced with the people in their lives, and

Table 4 Engaging in life beyond SCI theme examples by case and study.

Study 1 (2002–04) Study 2 (2014–15)

Mary I’m really involved with a lot of organizations that have to
do with the disabled community because I firmly believe
that we all have to work together in order to make things
better for those of us who need them.
It just does my heart good to pull up in the driveway and my
grandkids come running out, “Granny, Granny, Granny,
Granny!” That’s another one of those rejuvenation kind of
things. And then I take time and spend time and keep them.

The prognosis really wasn’t that good, but I have according
to the doctors surpassed way beyond anybody’s belief;
totally independent, very active at work in the community
work and the job field. I own my own company; involved in
a lot of organizations…
I live. I don’t just exist day to day. I’m busy. I’m active in
my community. I wake up every morning wanting to get the
day started. I love what I do. I think that I make a difference
in my community and other people’s lives. So those kinds of
things help me to feel better about myself…

Ruth I love school, I love what I’m doing. I’m in my second year
of my master’s program in rehab counseling… It’s one of
the best in the country and I understand why, because the
professors that oversee the program are just fantastic,
phenomenal people.
I am doing so much more than I really would have thought
possible… My life has been so full and interesting and I’m
always changing… Looking back on the past and how my
life has been, I can’t imagine what my future holds because I
feel like there’s so much out there…

I’m totally empowered; I love what I do. I teach, I do
research, I’m totally independent socioeconomically and
I’m pretty solid… I’ve achieved everything that I wanted to
achieve in my life and more. I’ve actually exceeded my
expectations of what I thought my life would be. And to be
honest with you, had I not had the spinal cord injury I don’t
know that I would be saying that.
It took, I would say, a solid year to make any adjustment
whatsoever and then probably over a five-year period to
where I felt comfortable talking about it to non-family
members. That long. And now at this point, like I said, I talk
to a classroom full of students.

Table 5 Adapting to SCI-related challenges theme examples by case and study.

Study 1 (2002–04) Study 2 (2014–15)

Mary My theory is prevention is better than trying to be cured so if
we can be preventive and prevent things from happening,
then we don’t have to worry about this long process of
going through the curing process.
I’m an optimist but I’m also a realist. I realize that I was not
going to continue at the pace that I continued the last 20
years or the last 15 years or so. When [hand and arm
weakness] first started happening about three or four years
ago, you know, I had to stop and take check… I’m still a
very healthy person, a very happy person mentally.

And I always try to be proactive instead of being reactive…
I used to could go out and be gone for seven or eight hours
during the day and not have to cath. I was diapered down
and still drinking water and stuff, but I wouldn’t get any
kind of ill feelings or feel bad with hyperdysreflexia and
things. So after things started changing I still wanted to be
able to go out in public… So it was just a matter of finding
out how to do that.
I do have a problem sometimes when I come home because
I do all of my care and do everything myself…You’ve got to
do what needs to be done to keep you healthy and keep your
body working like it needs to work… It’s just a matter of
making those adjustments where you can still continue to
have a great quality of life…

Ruth And what it really took is me to understand that the bowel
and the bladder are physical functions of your body. They
aren’t who you are. And it’s a limitation, yeah, but it doesn’t
—it’s not about me and it doesn’t—it’s not about my ego…
just something that I think I was embarrassed of and
ashamed of.
Oh, I think that my life, again, because of the auto insurance
and the coverage and the benefits, I think that my life is
pretty much as good as it can get, living with a spinal cord
injury. I’m working out, I’m improving my health, I’m
getting stronger, I’m getting smarter.

But generally, both my bladder and bowel are very, very
stable so I really don’t have issues. I do have 24-hour
nursing, so I have a nurse that travels with me and I do
intermittent catheterization every two to three hours as
needed, and then the bowel program every other night.
Does [my bowel program] stop me from doing things? No.
This weekend I’m going to the theater and seeing a play.
But it does impact. It’s not the same as it was before my
injury. I’m certainly not probably as spontaneous about
things. I definitely do plan ahead more.
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actively managed the way family and friends did or did not
assist them in their SCI recovery and care.

In Table 3, Mary’s responses indicate the importance of
love and support from her family early in her rehabilitation,
but she reiterates her drive for independence. Mary seemed to
frame reliance on family not as protective, but as a potential
vulnerability. She indicates her appreciation of what her
family wants to do for her, but worries this could hamper her
growth. Later in Study 2, her focus had shifted to educating
those in her social circle, especially her family, to better
understand her SCI complications—especially dysreflexia—
and what to do in the event that she needs help. She main-
tained her independence across the years between her injury
and her final interview, though she did reference her aging
body and waning hand strength as cause for concern, recog-
nizing her likely need for future support (especially in
managing her bladder and bowel). Her attachment to her
family is evident, but she maintains her self-efficacy by taking
an educational role rather than the role of care recipient.

Table 3 provides evidence how Ruth also actively
managed the social support she received from friends and
family. In Study 1, she indicated how open her family is to
understand her injury and how all of her family members
were taught to catheterize her. Ruth was willing to let others
care for her, in part because she had the resources to pay for
24-h nursing care, and because she was never able to do her
bladder and bowel regimens herself. Despite Ruth’s open-
ness, while they remained married, her husband showed
strong aversion to anything related to her bladder or bowel
care, contributing to their eventual divorce. Overall, Ruth
served a managerial role in her care. She could then focus
on other aspects of her life, especially by Study 2, where she
describes the social support she received from peer coun-
seling and the encouragement she received from her men-
tors. In this way, the management of her social support for
her SCI needs seemed complete and she could focus on
other goals beyond her injury.

Each woman’s descriptions of their social support conform
to common definitions of resilience. Both had social support;
those who took active roles in helping adapt to SCI and enjoy
broader life. Our data show how both women had complex
relationships with their social support networks and experi-
enced changes in that support over time. Where Mary shifted
between interviews to a more educational role serving as a
role model to others, Ruth was willing to allow others to
provide her care so she could focus on other things.

Engaging in life beyond SCI

This theme captures the ways in which Mary and Ruth each
participated in their social domains—particularly mean-
ingful work—and acted to minimize the impact of physical
disability on participation.

At the time of her injury, Mary was working three jobs in
order to provide for her family. She served the role of pro-
vider for her children and we conject that her determination
during rehabilitation was a result of a need to resume that role.
She would not accept the role of care recipient unless abso-
lutely necessary, focusing instead on resuming her role as
provider. As seen in Table 4, she had become a grandmother
and gained “rejuvenation” from spending time with her
grandchildren. She had also become involved in the “disabled
community,” working as a peer mentor and advocate. By
Study 2, she had leveraged her community service into a
successful company. Developing this company showed
innovation and strong problem-solving skills, indicators of
high resilience. Therefore, over the trajectory of her narrative,
her role as caregiver—to both family and her community—
provided protective factors to her resilience, transforming the
challenges of SCI and an aging body into meaningful work in
the SCI community.

Ruth’s focus was quite different (see Table 4). While she
also diverged from the work she had been doing prior to her
injury, she continued to focus on personal growth through
education and a career in academia. She credits her injury, as
well as the mentors she met along the way, as inspiring her
decision to become a rehabilitation counselor and educator.
Her meaningful work was in providing counseling services
for patients in rehabilitation, but she framed the impact on her
resilience by what this career path provided her—empower-
ment and achievement—rather than what she would provide
the community. Many of her opportunities stemmed directly
from the financial support she received from her insurance,
which she leveraged into a career that provided for all her
financial needs. After following this path, she was able to
engage in the community to educate others about her injury.

Both women worked their entire lives, yet each engaged
in a life beyond her injury in a different way. Mary focused
on family and giving back to the disability to community,
with an apparent outward focus. Ruth focused inward, on
how her career could empower her, and took inspiration for
her new career path from her injury. Despite their respective
rationales for the work each did, each woman’s work was a
protective factor in their resilience, which became a sig-
nificant part of their identity.

Adapting to SCI-related challenges

This theme explores the daily strain of having an SCI and
how each woman actively adapted as each went about
working, aging, and engaging in daily life.

Overall, Mary used a prevention approach to her SCI and
overall health. In Table 5, she begins by discussing how it is
easier for her to take care of health problems before they
happen to avoid the long recovery that may follow, for
example, a bedsore or issues of dysreflexia. At the time of
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Study 1, she also had begun experiencing changing due to
age. She had begun noticing weakness in her hands that
challenged her ability to self-catheterize, which in turn
threatened her need to be independent. Later, in Study 2,
these changes had continued and she was also experiencing
more loss of bladder control. Further, she reflected on the
strain of doing all her care alone. Taken together, her
changing health circumstances challenged the protective
factors of her individual strength, putting her in a place to
rely more and more on her family members for her care at
the end of her life.

Because of her insurance benefits, including 24-h nursing
care, Ruth’s resilience was less at risk as she aged as
compared with Mary. Table 5 also provides evidence on
how Ruth was better able to frame her bladder and bowel
function as issues separate from her self-image, as some-
thing that needed to be managed and not be ashamed of.
She clearly references her considerable resources in mana-
ging her bladder and bowel needs. Mary demonstrated self-
efficacy that included balancing her bladder and bowel
management against her service in the community, while
Ruth was willing (and financially able) to defer that care to
nurses while she focused on her own career. Further, in
seeking an elective diversion surgery, she was further able
to facilitate how her bladder did not stop her from enjoying
life. Neither nursing care nor elective surgery were choices
Mary was empowered to make. The notion of aging
with SCI was not a factor in our discussions with Ruth,
whereas the changes to Mary’s body—especially her ability
to manage her bladder independently—were significant
challenges.

Discussion

While much of the existing literature on SCI and resilience
focuses on quantitative measures of resilience, it is unable
to provide an in-depth understanding of the individual
narratives and contextual factors that contribute to long-
term resilience. To address this important gap, our findings
provide a longitudinal perspective of two women living
with SCI, allowing us to identify and explore resilience
definitions and themes from the literature and to illustrate
resilience as a process that changes over time in response to
new challenges and opportunities as each aged [32, 43–46].
Each woman’s narrative support trends in the literature that
show the deep personal and health-related benefits of resi-
lience after SCI [12, 14–16, 21, 27]. However, we extend
this literature by providing a more in-depth view of the
process of resilience, as experienced across life trajectories.
These trajectories described the dynamic interactions
among their personal, environmental, and situational factors
resulting in positive life outcomes after SCI.

The FRM [19] provided guidance for us to recognize
protective factors and vulnerabilities. However, our data did
not entirely map onto the categories in the FRM. Firstly,
while both Mary and Ruth had clear individual differences
serving protective roles in their resilience, each woman
shaped a life for herself both within and outside the nor-
mative societal expectations of those with a severe dis-
ability, aspects our narrative data was able to highlight more
fully. Secondly, their family support was clear, but our work
shows the unique way in which each woman actively
managed her social support networks to serve her needs.
This moves beyond a simple binary of protective factor vs.
vulnerability to show the nuanced way each woman
engaged with her social milieu. Further, external factors,
such as social support and access to resources, further
facilitated each woman’s ability to be resilient (though less
so for Mary), creating a structural support upon which
positive resilience could grow. We showed how the support
systems outside the family were multidimensional and more
complex as compared with the FRM.

Monden et al. [28] also informed our analyses by pro-
viding a qualitative study of a similar population and topic
as our own, including themes that we could test against our
own data. However, the themes identified by Monden et al.
also did not entirely map onto the narratives of these two
women. The themes from Monden et al. were focused more
often on static concepts measuring the presence of factors
only, such as social support, psychological strength, per-
spective, etc. Our themes more fully captured the processual
nature of resilience—both Mary and Ruth changed over
time, actively leveraging their individual strengths, mana-
ging their social networks, and adapting to challenges both
SCI-related and in their respective communities. Finally, we
also found spirituality to more of an individual protective
factor, in keeping with the FRM, than its own thematic
category, at least in terms of the saliency of the topic in our
particular dataset.

Our results offer important lessons learnt and educational
opportunities for clinicians to improve care for people aging
with SCI, especially women. By using a novel, longitudinal
approach that explores the intersection of aging and resi-
lience, clinicians may benefit from education on ongoing
needs assessments for people aging with SCI, especially
when they exhibit highly resilient approaches to living with
SCI. For example, Mary’s story is especially important so
that clinicians do not overlook the changing needs of people
who are highly resilient. As Mary aged, she required more
assistance with bladder management, which may not have
been as well known because she was highly resilient (e.g.,
self-efficacy, family support, general wellbeing). For
patients who have been independent and resilient, it is
important to consider how aging challenges one’s resilience
resources over time and consider better ways of assessing
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and supporting people who may not have needed support in
the past. Using their sense of independence and self-efficacy
to learn new options for care is key to maintaining patient
motivation and engagement in treatment.

There were important limitations in these case pre-
sentations. First, the fact that Mary’s first interview took
place nearly 30 years after her injury means we are relying
extensively on her memory of those events. Regardless, her
experiences at each interview were shaped by those mem-
ories. Second, Ruth’s both interviews took place during
highly stable periods of her life, perhaps leading her to
overstate her resilience over time. Mary’s second interview
however was in a period of worsening health, yet her
resilience remained high. Further studies would be needed
to more fully explore the potential contributions of narrative
accounts of resilience in SCI lived experience and care.

Because resilience can be found in many persons with SCI
we encourage clinicians and researchers to explore and cul-
tivate this ability to bounce back from adversity in ways such
that it can be adapted and used throughout new life chal-
lenges. Researchers should consider how participant narra-
tives of resilience provide a context for the understanding and
interpretation of scores from resilience measures. Further, we
who work to better understand and improve the QOL for
those with SCI need to recognize that health goes beyond
diagnosis and treatment; healing does not restore the person to
a state of being prior to injury, but allows for the growth of a
new person in its stead [47]. In this way, we—both clinicians
and researchers—are empowered to help patients externalize
and articulate their own narratives of resilience.
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