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Resilience following spinal cord injury:

a phenomenological view

KR Monden!, Z Trost?, D Catalano®, AN Garner?, J Symcoxz, S Driver?, RG Hamilton® and AM Warren®

Study design:
Objectives:
contribute to their resilience or the resilience of others.
Setting:
Methods:
groups led by the research investigators.
Results:

Qualitative research design involving semi-structured focus groups.
To increase current understanding of how persons with spinal cord injuries (SCI) define resilience and what factors

Inpatient rehabilitation program in a large urban city in the Southwestern United States.
A convenience sample of 28 participants (14 current patients; 14 former patients) participated in semi-structured focus

Through a constant comparative analysis of the data, six themes emerged in participants’ responses regarding what they

believed contributed to their own resilience in adapting to SCI. The six themes included psychological strength, social support,
perspective, adaptive coping, spirituality or faith, and serving as a role model or inspiring others.

Conclusion:

Consistent with previous research findings, individuals with SCI identified positive thinking (for example, optimism, hope

and positive attitude), perseverance and determination, and social support from friends and family as important contributors to their
ability to adapt in spite of experiencing traumatic events that resulted in SCI. Findings provide richness and depth to current empirical

conceptualizations of resilience.
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INTRODUCTION

Traumatic spinal cord injuries (SCI) present serious public health and
quality of life concerns. Costs associated with SCI are estimated at
US$9.7 billion annually, with average yearly expenses per individual
ranging from $508 904 to $1044 197 in the first year following injury,
and from $67415 to $181328 each subsequent year.! SCI can result
from an array of issues that affect physical, psychological and social
functioning, which is reflected in the high cost of health-related
services. Individuals who acquire an SCI experience numerous
associated and chronic conditions (for example, spasticity, heart
disease) and secondary complications (for example, pressure sores,
chronic pain). Depression is a significant secondary complication for
~30% of individuals with SCI, which often impacts physical health.?
In turn, depression has been associated with frequency of pressure
sores,” urinary tract infections, spending more time in bed and longer
hospital stays.*

Given the interaction between psychological and physical health, an
understanding of psychosocial functioning in the SCI population is
essential. Despite an emphasis in the literature on less adaptive psycho-
logical outcomes following SCI, recent research shows that ~60% of
individuals who acquire SCI are not in fact depressed.” Recent research
also demonstrates that many individuals with SCI report moderate to
very high resilience and a strong sense of self-efficacy.’

Recently, investigators have begun to explore the association
between resilience and adaptation to traumatic injuries (and

specifically to SCI). Resilience refers to effective coping and adapta-
tion when faced with adversity and is defined as an individual’s ability
to flourish or bounce back in the face of adversity or a disruptive
event.® Research has begun to shed light on factors that contribute to
resilience after SCI, including self-efficacy,” proactive self-appraisals,
cultivating positive emotions and strong social relationships.”
Resilience is likewise associated with various indicators of
adjustment, including satisfaction with life, functional indepen-
dence, spirituality and less depressive symptoms.!” Among
individuals with SCI in acute rehabilitation and those living in the
community, resilience is found to be negatively associated with
depression® and positively associated with life satisfaction.”

Evidence likewise suggests that individuals who demonstrate
high resilience at the start of rehabilitation will continue down a
resilient path and achieve overall better recovery with fewer long-term
psychosocial issues.>!0 Accordingly, resilience is increasingly identified
as a relatively stable phenomenon that is associated with positive
physical and psychological health outcomes. The demonstrated
association between resilience and outcomes in the SCI population
appears to represent a potentially important area for screening and
intervention. As a result, further investigation of the resilience
construct is warranted.

Although objective resilience measures are well validated in the
literature, no study has yet addressed the qualitative nature of
resilience among individuals with SCI. Such in-depth characterization
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of resilience may be essential towards developing a fuller under-
standing of the impact, mechanisms and potential avenues of
intervention with respect to this construct. Therefore, the purpose
of the current study was to conduct a series of focus groups
comprising both inpatient and community-dwelling individuals with
SCI to increase their current understanding of what factors they see as
contributing to their own resilience and the resilience of others.

MATERIALS AND METHODS

The study protocol was approved by the hospital’s institutional review board
and informed consent was obtained from each participant. A convenience
sample of individuals with SCI participated in a qualitative research design
involving semi-structured focus groups facilitated by the research investigators.
The current study sought to achieve a representative sample of both inpatient
and community-dwelling individuals with SCI. In line with qualitative research
recommendations, a sample size of 8-15 participants is sufficient to reveal
trends in the data and to gather information to the point of redundancy.!!
Accordingly, the sample comprised 14 patients within an inpatient
rehabilitation program in a large urban city in the Southwestern United
States and 14 community-dwelling individuals who had previously completed
rehabilitation either at the same hospital as the inpatients or an outside facility
(N=28). Sample demographics are displayed in Table 1.

Inpatient participants were approached by a research assistant to inquire
about study participation; outpatient participants included individuals who
had indicated interest in continued research involvement following participa-
tion in prior studies as well as individuals who were currently attending
outpatient support meetings at the facility. Outpatient participants were
contacted in person (at support meetings), by email or by telephone. All
patients invited to participate in the study agreed to do so. Inpatient
participants ranged in age from 18 to 58 years, with an average of 0.21 years
since injury. Outpatient participants ranged in age from 20 to 63 years, with an
average of 7 years since injury.

To address what factors individuals believe contribute to their ability to
overcome challenges and difficulties experienced after sustaining an SCI, a
qualitative research approach using semi-structured, in-depth focus groups
consisting of 2 to 4 participants was utilized. Each group comprised either
current inpatients or individuals from the community. Focus groups were led
by a research assistant and held in a private room of the inpatient rehabilitation
hospital. A total of nine focus groups were conducted, digitally recorded and
transcribed verbatim. The focus groups were structured by a set of predeter-
mined questions derived from previous research'? and reviewed by an expert in
the area of resilience and SCI. The groups were conducted with sufficient
flexibility to enable participants to raise and discuss issues they considered
important. The following main questions were used to encourage participants
to expound on their experiences and perspectives with respect to the research
question: (1) What helps you overcome or bounce back from difficult situations
in your life? and (2) What motivates you to adjust or adapt to your injury?
Follow-up questions or probes were utilized to encourage participants to
explore concepts and themes that emerged from the conversation.!!

Interview transcripts were coded and analyzed by the primary author and
two research assistants throughout the course of the study so as to inform data
collection for subsequent groups.!™3 Using aspects of grounded theory,
participant responses were analyzed through a process of inductive reasoning
and constant comparison analysis, which was used to identify underlying
themes or codes within the data. Starting with a large set of descriptive codes
or topic areas, the data were gradually reduced to a series of categories. These
categories or themes were then examined to assess the extent to which there
was consistency or divergence in participants’ accounts and to identify factors
believed by participants to promote resilience. Trustworthiness was established
through investigator triangulation using three data-coders (that is, the
principal investigator and two research assistants). Coding disagreements
were discussed on an individual basis. To ensure fidelity of the qualitative
analysis, an investigator with a background in resilience research also reviewed
the coding completed by the core three-person research team. All applicable
institutional and governmental regulations concerning ethical use of human
volunteers were followed during the course of this research.
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Table 1 Patient demographic and injury variables

Total sample (N = 28) Inpatients (n= 14) Community (n=14)

Age
Mean 35 (s.d. 13) years Mean 33 (s.d. 13) years
Median 33 years Median 31 years
Range 18-63 Range 18-58

Mean 38 (s.d. 12) years
Median 40 years
Range 20-63

Gender
Female 8 (29%)
Male 20 (71%)

Female 4 (29%)
Male 10 (71%)

Female 4 (29%)
Male 10 (71%)

Race
White 21 (75%)
Black 5 (18%)
Other 2 (7%)

White 12 (85%)
Black 2 (14%)
Other 0 (0%)

White 9 (64%)
Black 3 (21%)
Other 2 (14%)

Education
High school 5 (18%)
Technical 1 (4%)
Some college 5 (18%)
Bachelor's 13 (46%)
Master’s 1 (4%)
Professional 3 (11%)

High school 4 (29%)
Technical 1 (7%)
Some college 3 (21%)
Bachelor’s 5 (36%)
Master's 0 (0%)
Professional 1 (7%)

High school 1 (7%)
Technical 0 (0%)
Some college 2 (14%)
Bachelor’s 8 (57%)
Master's 1 (7%)
Professional 2 (14%)

Age at injury
Mean 29 (s.d. 13) years
Median 22
Range 16-59

Mean 32 (s.d. 13) years
Median 31
Range 17-57

Mean 25 (s.d. 13) years
Median 20
Range 16-59

Time since injury
Mean 7 (s.d. 10) years
Median 1
Range 0.05-0.37

Mean 0.21 (s.d. 18) years
Median 0.14
Range 0.05-0.75

Mean 13 (s.d. 11) years
Median 8
Range 2-37

Level of injury
Cervical 13 (46%)
Thoracic 14 (50%)
Lumbar 1 (4%)

Cervical 6 (43%)
Thoracic 7 (50%)
Lumbar 1 (7%)

Cervical 7 (50%)
Thoracic 7 (50%)
Lumbar O (0%)

Etiology of injury
Traumatic 25 (89%)
Non-traumatic 3 (11%)

Traumatic 12 (86%)
Non-traumatic 2 (14%)

Traumatic 13 (93%)
Non-traumatic 1 (7%)

RESULTS

Qualitative analysis revealed a total of six metacodes or themes, which
participants believed were important contributors to their ability to
adapt in spite of experiencing traumatic events resulting in SCI. These
metacodes included psychological strength, social support, adaptive
coping, spirituality or faith, perspective, and being a role model or
inspiring others. The six metacodes, their subcodes and frequencies
are summarized in Table 2.

Psychological strengths

A prevailing theme described by participants across all nine focus
groups was utilization of psychological strengths. Adaptive thinking
styles and having expectations of a positive outcome have an
important impact on people’s response to adversity or challenge,
and this was supported by participants’ statements in the current
study, such as:
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Table 2 Metacodes: frequencies and examples of quotations

Metacodes and subcodes Count  Example quotation

Psychological Strength 138  It’s all about how you approach it. I've always been optimistic, but when | had my accident there were two ways
Positive attitude, adaptability, determination, to go. There was either you can look at in an optimistic manner or you can just dwell on self-pity...my
overcoming adversity, independence, personality just came out. |'ve never been a pessimistic person. I've always been optimistic. (positive attitude)
proactive behavior, assertiveness The will to fight for something and not just giving up. (determination)

Social support 85 It really does help to find a couple of people that you can really trust. Whether that be somebody that’s in

Family, general, rehab staff, caregiver, rehab...there’s just no way to do this by yourself. You cannot handle everything. It's just too hard more
peer mentors emotionally than it is physically. Don’t try to handle this by yourself. You will crash and burn.
(general social support)

Perspective 40 Just putting things into perspective. Sometimes when you're hit with something like that [SCI] it's really hard to
see the big picture. You are too focused on, you know, the damage control...somehow you have to find out this is
not the worst thing in the world that could happen to you.

Everything seems trivial after you've done this.

It’s hard sometimes. You have a bowel accident. You're dealing with other things. It's hard to be positive. But my
thing is it’s not always going to be like that... if you work through it. Life ain’t a bow! of cherries, but if you're
willing to challenge yourself...life can be a beautiful thing.

Adaptive coping 44 | find research really helpful. When | have a problem I'm facing | like to get on the Internet, read books, and try

Sense of humor, education, service dogs, to educate myself on it and try to figure all about it. (education)
general coping strategies, goal-setting Setting small goals. Making plans to be social, etc. It's something to look forward to. (goal-setting)
Spirituality/faith 25 It wasn’t God'’s plan for you to die. You're still here for a reason, but you've got to see that. You've got to be
Faith, fate, making meaning willing to challenge yourself and really see what life has to offer you. (faith)
The fact that I'm still here motivates me. Because | feel like my task isn’t over. (faith)
Role model/inspiring others 15 I've been doing this for 20 years. Mentoring, talking to people, going up to rehabs, trying to encourage them that

it'’s going to get better. If | can just get you to hold on. If | can get you to challenge yourself it's going to get
better. You're not always going to be in the hospital; not always going to be dependent on other people. It's
dependent on you. How far you want to take it. Get you to see what you are able to do instead of what you are not
able to do. | can change your life. And that’s the difference.

For me, it’s positive attitude, most importantly, and trying
to do whatever I can not to dwell on the negative. And
try to make a positive out of something, and as quick as
possible try to find some sort of positive that is going to come
out of this.—40-year-old male with tetraplegia

Social support

Social support emerged as a central theme for participants in the
current sample. Receiving support from family, friends, caregivers,
peer mentors and rehabilitation staff was described by participants as
an integral factor in adapting to injury. Social support was discussed
within the context of helping the individual adjust to his/her injury,
and as a motivator for continuing with rehabilitation goals. For
instance, one participant stated:

I have always had this feeling from the first year on, if I
let this get me down and give up, not only am I letting
myself down, but it would kil me more to let my family
down because I saw what they sacrificed and how they
care for me and how they make sure and don’t treat me
different. But they did little things like learning how to
cath [catheterize]...if T gave up and said Tm done with it,
it puts to shame everything they have done for me and
I could never let my family down.—40-year-old male with
tetraplegia

Adaptive coping

With respect to utilizing adaptive coping, participants identified
specific strategies such as seeking education, having a sense of humor
and general coping strategies (for example, music, journaling). For
instance, a 29-year-old female with an incomplete cervical injury
explained that she coped by:

Finding those things that you like. I mean like a temporary
happiness. Finding something to read, watching TV and stuff. For
me, it’s like my friends write me notes and I read the notes. They
make me laugh and for that moment you just kind of forget about
it. And finding a new hobby, maybe that will help you bounce
back a lot easier and just kind of give you a new motive or a new
perspective on everything.

Spirituality/faith

Spirituality was a strong theme among participants in this study.
Many participants felt that their spirituality, faith or ability to make
meaning out of their experience had a significant impact on their
ability to adapt. When expounding on the role of faith in his injury,
one participant stated:

...1 always believe that everything happens for a reason and
everything [that has] happened in my life has prepared me for
something else and it helped me prepare for this. I know that—
40-year-old male with tetraplegia
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Perspective

Perspective was conceptualized as an individual’s ability to find
meaningful interrelationships with other events in their lives.
This notion of seeing the ‘big picture’ was discussed primarily
among participants who had transitioned back to the community.
A 63-year-old female with tetraplegia described her ability to gain
perspective regarding her injury as follows:

...I really wanted to live when I had the accident and I felt like I
was at a crossroads. I could either die or I could live. So I came out
of the accident being very positive. I have also lived long enough
to know that nothing in life lasts forever and that your life goes
through phases. It took me a while to realize that this is a new
phase and I had to mourn the loss of my old phase...I might as
well make the best of it because I look back on other times when
life could have also come to an end.

Being a role model or inspiring others

Finally, many participants felt that being a role model or inspiring
others was an important aspect in their ability to overcome or bounce
back from injury. For instance, a 29-year-old female with tetraplegia
described how inspiring others in turn motivated her:

I know a lot of people tell me, even though I'm just being me and
trying to stay strong, that I motivate them or that I encourage
them to keep going. And that kind of puts pressure on...it
motivates you to keep going because you don’t want to let other
people down...even though it puts pressure on you not to let
them down, it pushes you to keep going and makes you proud
that you’ve kept going and motivates you at the same time.

DISCUSSION

In line with prior research, a prevailing theme described by
participants across all nine focus groups was the utilization of
psychological strengths. Previous studies indicate that a positive
attitude is associated with resilience among populations with chronic
illness.!* Similarly, individuals with SCI who report higher levels of
hope also report higher functional skills and higher levels of
participation in their recovery.!®> Current study findings support the
impact of adaptive thinking styles and positive outcome expectations
on individuals’ responses to adversity or challenge.

Likewise, social support emerged as a central theme for participants
in the current sample. Social support and adaptive coping are
routinely described as important factors in resilience, positive adjust-
ment, life satisfaction and health-related outcomes among individuals
with SCL!®17 Both social support and problem-focused coping have
been found to have a direct effect on resilience among individuals
with SCL8 Current study participants perceived receiving support
from family, friends, caregivers, peer mentors and rehabilitation staff
as an integral factor in adapting to injury.

Although several themes identified in our qualitative analysis are
consistent with current literature on resilience (for example, psycho-
logical strengths, social support, spirituality), two novel themes
emerged from the data, perspective and being a role model or inspiring
others. Perspective appeared to be separate from spirituality or faith
in that the participants’ statements did not refer to a higher power
or ability to find meaning in their injury from a religious or
spiritual standpoint. In addition, while peer support has been
shown to promote adjustment to SCL!®!° to our knowledge the
literature is limited in exploring outcomes associated with being a
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role model or inspiring others specifically in the SCI community.
Further research is warranted to explore these constructs and
their relation to an individual’s ability to overcome adversity
and adapt to SCI.

Limitations
Owing to the exploratory nature of this qualitative study tailored
specifically to SCI, it is difficult to extrapolate the findings to non-SCI
populations or draw definitive conclusions regarding the experience
of resilience among persons with SCI. In addition, because no
standardized mood assessment was conducted, we were unable to
evaluate the possible impact of affective variables on participants’
responses. Finally, some but not all participants were familiar
with the primary group facilitator from previous hospitalizations or
involvement in community support meetings. Such familiarity may
have affected the comfort level among some participants, possibly
influencing their responses.

Despite these limitations, the views expressed by the participants in
this study are encouraging and informative for future empirical
research and clinical intervention.

CONCLUSIONS

Although resilience has emerged as an important area of inquiry,
there is a paucity of research that has examined the phenomenological
experience of resilience from the perspective of persons with SCI.
Accordingly, the present study contributes a level of richness and
depth to current conceptualizations of resilience. Results reveal that
individuals with SCI subjectively identify many of the same con-
tributors to the ability to adapt that are demonstrated in recent
empirical research on SCI and other traumatic conditions. Two novel
themes also emerged from the data, gaining perspective and being a
role model or inspiring others.
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