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Abstract

Study design Descriptive study of the results of a web-based consultation service for individuals with spinal cord injury
(SCI).

Objectives To review frequently asked questions (FAQ) among individuals with SCI and determine the most important
topics.

Setting Sina Trauma and Surgery Research Center, Tehran University of Medical Sciences, Tehran, Iran.

Methods A cross-sectional study reviewing questions from patients with SCI that were collected from the Health and Safety
Consultant Center (HSCC) between January and December 2015. The HSCC is a web-based medical consultation service
that provides patients with information and counseling pertaining to SCIL.

Results A total of 113 questions were collected from 99 individuals. The mean age was 32.02 + 13.28 years with a range of
3-70 years. Men accounted for 81.7% of the questions, while women accounted for 18.3%. The most common site of SCI
was thoracic (40.6%), followed by lumbar (31.3%), and cervical (28.1%). Recovery potential (38.1%), sexual and repro-
ductive issues (26.5%), urinary (10.6%), and motor (10.6%) problems were among the most commonly reviewed topics.
Conclusions FAQ provide insight on areas of concerns for individuals with SCI and help guide providers to determine high-
yield topics. Discerning the specific areas of need or concern for patients is instrumental in developing pertinent educational

materials and programs, in addition to efficiently counseling patients and caregivers on the aftercare of SCI.

Introduction

A spinal cord injury (SCI) is a life-altering experience that
results in significant physical and mental morbidity with
lifelong implications [1]. In addition, individuals with SCI
and their caregivers face many challenges leaving them with
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numerous questions about the extent of their disability,
lifestyle modifications, and potential complications.
Providing patients and caregivers with adequate and
relevant information has been shown to improve medical
management of chronic disorders and reduce hospital
admissions [2].
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Studies have shown that patients are often dissatisfied
with the level of communication with their physicians [3,
4]. Often this is a result of differences between the physi-
cian’s judgment and the patient’s preference [5]. Therefore,
it is vital for providers who partake in the care of indivi-
duals with SCI to be familiar with frequently asked ques-
tions (FAQ) in order to provide them with relevant and
focused answers, in addition to improving counseling.

Other educational materials such as brochures, booklets,
websites, web-based consultation services, and peer-support
groups are also available, each one having its own strengths
and weaknesses [4, 6, 7]. Online references have become a
major source of information for patients [6, 8]. However,
gathering information from numerous online sources with
variable reliability makes it difficult for patients to obtain
accurate information. Therefore, a web-based consultation
service is a potential way to reduce this problem [9].

While various FAQ resources pertaining to SCI are
available, they have been predominantly generated by
medical professionals. However, these resources can be
made more effective when delivered in a patient-centered
and user-friendly manner. Providers should be aware of
these FAQ in order to provide thorough and easy-to-
understand responses. The literature supports the positive
effects of a list of FAQ on the quality of communication
between patient and physician [10, 11]. However, these
studies did not develop a comprehensive list of FAQ based
on a high level of evidence. In addition, to the best of our
knowledge, a list of evidence-based FAQ obtained from
individuals with SCI has not been developed. The aim of
this study was to ascertain questions asked by SCI patients
in order to better define areas of concern and to establish a
list of FAQ and create an informative online resource for
individuals with SCL

Methods

The Health and Safety Consultant Center developed a
web-based medical consultation service (www.hscc.ir) in
2013 to provide information and answers about various
SCl-related topics. All incoming questions between January
and December 2015 were analyzed. To provide a more
individualized answer, the web-based application first con-
trolled for demographics including age, gender, mechanism,
and site of injury. A neurosurgeon (VRM) was then
responsible for providing answers utilizing the most current
evidence. Any ethical or legal question or those that could
not be thoroughly answered through the service were
referred to a clinic. No medications were prescribed
through this service. The consultation was free of charge
and the consulting physicians were not monetarily
compensated. Submitted questions and answers were
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Table 1 General domains, number of questions, and some related examples of frequently asked questions

Mean age (SD)

Gender

Number of questions (%) Example

Domain

Female (%)

Male (%)

29.5 (14.2)
35.0 (10.5)
27.5 (1.7)
30 (6.8)

37 (86.0%) 6 (14.0%)

My legs have sensation, but cannot move; Is it possible for me to walk?

Possibility of recovery (general) 43 (38.1%)

13 (92.9%) 1 (7.1%)

2 (100%)
6 (60%)

I have recently some pain in my lower back after getting up, which treatment would you 5 (83.3%)

Which positions can I have during intercourse?
recommend?

30 (26.5%)
12 (10.6%)
12 (10.6%)
7 (6.2%)

Sexual and reproductive issues

I cannot bend my left ankle upward, is there any solution?

Motor problems

4 (40%)

Is there any treatment for urinary incontinence?

Urinary system problems

37.6 (9.5)

1 (16.7%)

Pain control

1 (50%) Missing

2 (40%)

1 (50%)
3 (60%)

Recently, I feel warmness in my legs. Why? Is it a good sign?

4 (3.5%)
5 (4.4%)

Sensory defects

Other®
Total

30.3 3.9)

I have so much sweating in the face and neck. How can I manage it?

67 (81.7%) 15 (18.3%) 32.0 (13.2)

113 (100%)

ISupportive care, musculoskeletal, and dermatologic issues
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available online for public viewing. Questions were allowed
to be asked in any language, however all answers were
provided in Persian.

Results

A total of 113 questions were collected from 99 patients
with SCI. On average, participants were 32.02 + 13.28 years
of age with a range of 3-70 years. Of the questions sub-
mitted, 81.7% were from men and 18.3% were from
women. The most common site of SCI was thoracic
(40.6%), followed by Ilumbar (31.3%), and cervical
(28.1%). Trauma was the main cause of injury accounting
for 56 (82.3%) cases which were further subdivided into car
accidents (n =34, 50%), fall (n=12, 21.4%) and other
types of trauma (n=10, 14.7%). Other causes of SCI
accounted for 17.7% (n = 12) patients.

Table 1 shows the different health domains that each
question falls into, the distribution within each domain, and
some related examples. Possibility of recovery (38.1%),
sexual and reproductive issues (26.5%), urinary (10.6%),
and motor (10.6%) problems were among the most com-
monly discussed topics. Most sexual and reproductive
related questions were raised by men (male 92.9%; female
7.1%). Men were concerned with erectile dysfunction,
anejaculation, and lack of penile sensation during inter-
course. Women were mostly concerned with reproductivity,
specifically about prenatal care and choosing the best
method for childbirth delivery (Table 1).

Discussion

Spinal cord injuries place a large burden on patients, their
families, caregivers, health systems, and society. The
enduring consequences of SCI leave patients with many
questions and concerns. Identifying these areas of impor-
tance can help providers better educate patients on the
aftercare following a SCI. Based on a literature review, this
is the first study to provide an evidence-based list of FAQ
from individuals with SCL

Over a 1-year period, 99 participants asked 113 questions
through a web-based service. The number of website visits
and questions asked were lower than expected, which may
be due to a lack of public awareness about the consultation
service. In addition, the availability of questions and
answers for public viewing may provide the needed infor-
mation for others and therefore limit the number of con-
sultations. Individuals with SCI often use the internet for
interpersonal communication and to access health and
disability-related information, and have shown a significant
benefit in health-related quality of life among internet users

[12]. Therefore, a web-based consultation service can be
implemented on a larger scale to provide patients with
reliable information and ultimately enhance patient care for
those with SCI.

The age range for participants was 3-70 years of age.
The wide range may be representative of questions raised
by the parents or caregivers of patients at both ends of the
spectrum. However, it should be noted that most of the
questions were posed by participants between the ages of 16
and 30 years of age. Among participants, 81.7% were male
and only 18.3% were female, which is consistent with
gender distribution of SCI [1]. In addition, trauma
accounted for 82.3% of SCI mechanisms that are also
consistent with prior literature [1].

Recovery potential was the most FAQ among individuals
with SCI in this group. Our findings also demonstrated that
even after several years of living with and managing a SCI,
patients continued to have ongoing concerns pertaining to
their care. Since the response to this type of question is
highly dependent on various patient factors, it is necessary
to individually address these concerns.

Questions concerning sexual and reproductive issues
were the next most commonly discussed topics. Asking
questions related to sexual issues may be very difficult
during face to face visits in some cultures, therefore, it is
recommended that health care providers actively ask
patients about this problem.

One of the strengths of this study is that individuals had
the freedom to ask sensitive questions. In addition, due to
the time constraints for physicians during office visits this
can lead to questions being left unanswered. In contrast, a
web-based application allows patients to engage physicians
with thoughtful questions, as well as, allow physicians the
time to construct a well-thought-out answer with evidence-
based references. Also, this application increases access and
timeliness of delivery of quality care while reducing geo-
graphic barriers.

A limitation of this study is the lack of accessibility to
broadband connectivity and computer illiteracy for some
patients, in particular for the elderly and underserved
populations [13]. Access to the internet is also limited in
suburb and some urban areas. Consequently,
responders may not be adequately represented by partici-
pants, resulting in participation bias and limiting the gen-
eralizability of these results.

We identified areas of concern for patients with SCI,
which will help providers develop patient-specific educa-
tional materials and programs. Having a FAQ list available
can help health care provider caring for this unique popu-
lation to be prepared for answering questions based on the
best evidence available and to actively address concerns
early on.

non-
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Conclusion

FAQ provide both valuable insight on SCI and help pro-
viders determine common topics that need further clar-
ification. Recovery potential and sexual and reproductive
issues are among the most important issues for patients who
suffered a SCI. According to prior studies [12, 14, 15],
motor difficulties, urinary problems, and recovery potential
are issues that have a significant impact on quality of life
and may explain why these are among the most FAQ for
individuals with SCIL.

Discerning these specific areas of need or concern for
patients is instrumental in developing pertinent educational
materials and programs, in addition to efficiently counseling
patients and caregivers on the aftercare of SCL
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