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The Views of Patients
with Spinal Cord Injuries
on their Rehabilitation Experience

ABSTRACT: Background and Purpose: Spinal rehabilitation programs seek to
enhance the residual functional abilities of people who have an acquired
disabling impairment because of SCI. \ery little has been published on how
patients experience rehabilitation, and what the implication of their experience
is on rehabilitation outcomes. The aim of this pilot study was to explore the
views of patients with SCI regarding their experience of rehabilitation while

in hospital.

Materials and Methods: A qualitative exploratory study using semi-structured
interviews was employed. Twel ve patients constituted the sample of convenience.

Qualitative techniques were used to analyze the data.

Results: The study revealed a variety of psycho-emotional issues related to
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the patients experience of rehabilitation. Positive issues included being treated humanly, being told the truth about
their condition early on, family involvement in rehabilitation and being allowed to contribute to decision making
regarding their rehabilitation. Negative issues were mainly their lack of insight into their health condition.

Conclusion: The study highlighted important psycho-emotional issues related to the patients' experience of rehabi-
litation. Rehabilitation personnel must consider these issues when working with patients with spinal cord injury, to
ensure effective rehabilitation outcomes.

KEYWORDS SPINAL CORD INJURIES PATIENTSVIEWS REHABILITATION EXPERIENCE.

BACKGROUND AND PURPOSE

Spinal cord injuries (SCI) remain one of
the most serious and disabling injuries
suffered by mankind today, often leading
to permanent paralysis (Hart and Williams
1994). The number of people sustaining
SCI has been rapidly increasing over the
past few decades, with trauma being the
most common cause of the injury.
Violent trauma through gunshot is
becoming the leading cause, followed
by motor vehicle accidents (Hart and
Williams 1994). Although there is no
national database on the prevalence of
SCI in South Africa, a report by the
department of health estimates that 2000
patients are treated for SCI in public
hospitals per annum nationally, repre-
senting one patient in every 20 000
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members of the population (Department
of Health, 2003).

Spinal rehabilitation programs seek
to enhance the residual functional abili-
ties of people who have an acquired
disabling impairment because of SCI.
The main goal of the rehabilitation pro-
grams is to facilitate adjustment to life
by equipping the individual with skills
and resources needed for community
living (i.e. to empower them). The reha-
bilitation process therefore requires the
full participation of the patient in al
aspects. The patients experience of their
rehabilitation is thus of crucial signifi-
cance to the rehabilitation outcome.

This paper reports on a pilot study
exploring the views of patients with
spinal cord injury regarding their expe-
riences of rehabilitation. According to
Wade (2000), patients perceptions are
important personal factors that can
impact on functioning or disability. It is
important to evaluate patients’ views
regarding rehabilitation, “as it only
them who appreciate the impact of
their illness and the benefits of rehabili-
tation” (Edwards et. al. 2002)
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METHODOLOGY

A cross sectional exploratory design
using the phenomenological qualitative
approach was employed for data
collection. “Phenomenological studies
examine human experience through the
descriptions that are provided by the
people involved” (Brink, 2000). The
purpose of phenomenology is therefore
to describe a certain aspect of lifeasit is
lived by the participants (Domholdt
1993).

Participants

The study was conducted at three spinal
unitsin Pretoria, which are clinical train-
ing sites for the Physiotherapy students
from the University of Pretoria, The
researchers asked the respective rehabi-
litation team members for the names of
the patients who had undergone full
rehabilitation and were about to be
discharged from the spinal units. The
patients wereinvited to participate in the
study and those who consented constituted
the sample of convenience. To qualify
for inclusion in the study; the patients
need to satisfy the following criteria:



e Have sustained a first time spina
cord injury

e Beinthefina stage of rehabilitation
(i.e. have the full rehabilitation expe-
rience to be able to express opinion
on the experience thereof)

Procedure

A literature informed semi-structured
interview schedule compiled by the
authors was used for data collection. It
was pilot tested with two physiothera-
pists and two patients who scrutinized
and commented on its content and user
friendliness prior to implementation in
the study.

Ethical clearance was obtained from
the Ethics Committee of the Health
Science Faculty at the University of
Pretoria and the written permission was
obtained from the superintendents of the
participating hospitals to conduct the
study .Written consent was al so obtained
from the participants, who received a
detailed information leaflet (in English,
Afrikaans, Sotho and Zulu) that was
individually explained to them before
they agreed to participate.

The interviews were conducted at
the patients' convenient time and venue
and lasted approximately one hour. The
interviews were open-ended and
assumed a conversational manner, while
following a predetermined set of ques-
tions. The interviews were tape recorded
and manually transcribed to creaste a
verbatim transcript.

Data analysis
The transcripts were read thoroughly to
identify emerging themes, which were
then coded using open axia and selective
coding. The codes of each interview were
compared with those of other interviews
to create broader categories that linked
codes across categories. This process
is called constant comparison. Each
category was further divided into sub-
categories. Themes were identified and
developed to substantiate each category.
The raw data were also sent to an
independent coder who also performed
open coding. Thereafter a meeting was
held between the researchers and the
independent coder for consensus discus-
sion on the categories and themes
reached independently.

Table 1: Demographic outline of the patients.

Age 2 Teens, both still at school
10 Age 20 to 45

Gender

1 Female and 11 males

Marital states

4 Were married with dependents
5 Single with no dependents. 3 single with dependence.

of age

Employment 9 Were permanently employed
2 Schoolchildren. 1 a housewife
Dependents The eight with children have between 2 and 18 years

Cause of injury

2 Were injured on duty
2 Were involved in motor vehicle accidents
8 Were injured by gunshots

Length of stay
in hospital

Ranges between 3 months and 9 months

Duration of
physiotherapy

One month and more

DISCUSSION OF THE RESULTS
Demographics

Twelve patients participated in the
study. They were 11 males and one
female, with their ages ranged from 19
to 45 years. They had been in hospital
for an average of three months and were
all fully rehabilitated in relation to the
level of their lesion by the time they
participated in the study (i.e. Physical
rehabilitation was complete and all
issues of reintegration e.g. work, family,
compensation and disability grant as
applicable had been addressed) The
demographic profile of the participants
isshown in table 1.

Patients’ views on rehabilitation

The study was intended to establish,
from the patients’ point of view, how they
experienced rehabilitation following SCI.
Three categories of themes related to the
patients' experiences namely emotions,
dependence and insight were identified.
These themes are discussed henceforth
in relation to patient’s responses to some
of the interview questions.

Emotions

This theme included emotions that
patients experience about themselves,
their families, their spouses and their
friends. When asked the question “How
do you cope with your condition” the
following emotions were elicited from
the patients:

* Acceptance
“.. You can either sit and cry, or do

something with your life...”

“1 am not happy obviously, but there
isnothing | can do...”

In the first statement the emotion of
acceptanceis stated positively, suggesting
that the patient is determined to move
on with life. The second patient sounds
like he has accepted his ‘fate’, but in a
negative sense of giving in. This type of
acceptance is not motivating to the
patient and may affect his rehabilitation
negatively. Acceptance is one of the
coping skills that a patient needs to
develop to be able to cope with the
injury (Elfstrom et al. 2002). According
to Brillhart and Johnson (1997) accep-
tance is a journey for the patients to
realize that they are lucky that the
injuries were not more severe and that
they are still who they were before.

* Sense of loss
“Before the injury, 1 had plans to
marry...all islost... hopeless’

The sense of loss expressed above
suggests that he has nothing to look for-
ward to in life. Thiswill discourage him
from working hard in rehabilitation as
he haslost hope. Nielsen (2003) reported
that persons that were involved in trau-
matic events and suffered a spinal cord
injury respond in fear, hopelessness or
horror. Hopelessness is a distressing
feeling that can lead to further depres-
sion, affecting the rehabilitation out-
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come of the SCI patient negatively
(Elfstrom, Kreuter, Ryden, Persson, and
Sullivan 2002.

* Family support

“My wife is helping a lot. She visits me
often, and that helps” .

Most of the patients experienced pos-
itive emotions of support surrounding
their family and friends that helped
them on the journey, although a couple of
them had some doubt about their family
and friends. Accordingly, Brillhart and
Johnson (1997) found that socialization
with family and friend helped patientsto
cope. On the other hand, Elfstrom et al.
(2002) reported that family support was
associated with elevated psychological
distress due to externa control over the
patient which may contribute to higher
level of depression among patients. This
was not found to be the case in this study
except in the patient who felt her house
choreswere her pride and joy, and wanted
to get better so she could perform them
again.

The question “How do you feel about
your condition now” evoked an array
of negative emotion towards others
including:

* Anger

“ The government is doing nothing about
the crime”

» Doubt

“My wife is very young. | cannot expect
her to stay with me...”

» Worry/quilt

“ ..My man never did anything for me. |
did all the housework. I must get better..”
¢ Loneliness

“1 have no real family in South Africa.
My friends come, but | don’'t know if they
will always be there’

* Frustration

“1 can't take myself to the bathroom.
Thisisvery frustrating...embarrassing.”

These emotions athough negative,
can have a potentially positive influence
on rehabilitation outcome, if patients
choose to work through them. For thisto
happen, the patients need to have a goal
to work towards. Most of the patient
expressed adesire to get better and to go
home. One patient said “for the sake of
my children”.

Dependence
When asked “What goals did you want
to achieve..?’ al patients but one felt it

was not up to them to set goals for reha-
bilitation. They gave responses like

“They teach me everything | need to
know”

“They know what | need. What can |
say? | just do what they tell me”

The only patient who felt he needed
to have a say expressed the following
sentiments:

“We must be allowed to choose which
physiotherapist treats us. You watch
patients getting good treatment and you
cannot change physios.”

The responses of the patients suggest
that they are dependent on their therapist
for all aspects of the rehabilitation,
including setting goals. They did not
contribute to decision making (goal set-
ting) regarding their rehabilitation, and
need to be empowered.

The relationship between therapist
and the patient is an important factor in
goal setting (Livingstone 1985). Payton
and Nelson (1996) reported variations
in patients perceptions regarding parti-
cipation in goal setting, suggesting some
degree of dependence.This dependence
causes one to question the therapists
approach to rehabilitation. It suggests
that therapists are till using the old
‘medical’ model of telling patients what
to do instead of jointly set goal for them
with them (op cit).

When asked if they were satisfied
with their experience of rehabilitation,
al the patients agreed, except for one
teenager (who was aso a prisoner). His
reasons were:

“Nurses wake us too early - it is not
fair...”

“Therapists are racists, they do not
treat us the same”

The one patient who was reportedly
not satisfied was probably bitter
because of psychosocial circumstances.
Psychosocial issues do influence one's
attitude towards rehabilitation (Wade
2000) as it is therefore no wonder this
patient was unhappy. He was a teenage
father of a one year old, still at school
and arrested for armed robbery. The end
of rehabilitation meant going to jail
for him and he was generally angry
with life,

Patient satisfaction is an important
outcome measure of rehabilitation
(Kramer 1997). Although satisfaction was
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not objectively measured with avalidated
tool in this pilot study, it is noteworthy
that majority of the patientsin this study
reported satisfaction with heir rehabi-
litation experience. It would be interest-
ing to find out what the satisfaction
rating would be if an objective validated
measure is used. The dependence of
patients in this study however suggests
that these patients may be more appre-
ciative than satisfied with the rehabili-
tation they experienced.

Insight

To determine if they had insight into
their health condition, patients were
asked the question “Do you know what
caused you to bein this condition?” Half
the patients had a good insight about the
cause of their injuries, like the patient
who answered:

“| was shot through the spine and my
spinal cord got injured. Now | am para-
lysed because...”

One patient said that it helped that the
doctor explained to him early on that he
wouldn’t be able to walk again. Most of
the patients also had good knowledge
about complications of SCI and how to
prevent them. Thisisimportant, because
according to Brillhart et a (1997)
patients find comfort in being educated
so they can be able to educate their
family members.

Some patients however, seemed to
have poor insight, as can be deduced
from the following responses:

“1 don’'t know, | am not a doctor. They
told me something about the spinal
cord...| don't know” (Poor insight and
anger)

“1 don't know anything. | don’t know
what happened” (Ignorance/denial)

The observed lack of knowledge/
ignorance is a concern as the patientsin
this study were fully rehabilitated and
going home to look after themselves.

Cooper (1998) stated that patients
beliefs or perceptions about their health
condition mediate outcome variables. It
is important to explore what causes or
reasons patients attribute to their health
condition as these affect the patients
response to intervention. Previous studies
with different patient groups have
shown that patients who have insight
into their health problems tend to take
responsibility for their own health and to



have a better quaity of life outcome
despite the severity of their illness or
disability (Pound et a 1995, Eaes
and Stewart 2002). The aspect of self
responsibility and its impact on out-
comes has however not been studied
among the SCI population in South
Africaand globally.

CONCLUSION

This study highlighted emotions, depen-
dence and insight as important themes
of psycho-emotional issues related to
the patients’ experience of rehabilitation.
Positive issues included being told the
truth about their condition early on in
the rehabilitation, family involvement in
rehabilitation and being allowed to con-
tribute to decision making regarding
their rehabilitation. Negative issues
included the patients’ lack of insight into
their health condition. Rehabilitation
personnel must endeavor to minimize
the negative and maximize issues when
working with patients with spinal cord
injury, as these may have an important
role in the outcome of rehabilitation.
Other variables like socioeconomic
factors which were not explored in this
study need to be considered also.

LIMITTIONS AND RECOMMENDATIONS
A magjor limitation of this study was the
cross sectional design used. The data
collection was limited to a specified
period and only patients who were being
discharged in that period qualified for
participation. As a result, perceptions
could not be probed to saturation of data
and member checking could also not
be done for data trustworthiness as the
patients were discharged.

The small sample size, although not a
problem in qualitative research, limited
the amount of rich data that could have
been obtained for exploration. It isthere-
fore recommended that future studies
should be longitudinal at intervals to
include a comparison of change in
perception (e.g. over one year) and that
larger samples be used.
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