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Objective

The objective of this study was to describe aspects of suffering related to being a person
with LSS and how suffering is managed before LSS surgery.

Methods/design/setting

A Swedish county hospital. Interviews with 18 consecutive patients on the waiting list for
LSS surgery. The themes that emerged from content analysis were further interpreted
using Antonovsky salutogenic model as a sensitizing concept.

Results

The suffering from LSS before surgery included the main theme of experiencing an
impaired physical and social life and struggling to be believed and taken seriously. This
had coping strategies to manage symptoms before surgery: a good physician-patient
relationship alleviates the burden of long waiting times; ways to manage pain and
disability; ambiguous expectations and hope for recovery, and; ways to handle concerns
before surgery).

Conclusion

Being a person with LSS includes suffering and a possibility to discover coping abilities or
having support structures for doing so. Our study emphasizes the importance of a
supportive dialogue, where physicians and patients make the suffering from LSS and care
before LSS surgery more comprehensible and manageable.

INTRODUCTION

Lumbar spinal stenosis (LSS) is common in the elderly,
and surgery for LSS has become the most common indi-
cation for spine surgery in many countries.!~3 The condi-
tions is associated with impaired quality of life compara-
ble to stroke, heart-related diseases, and diabetes.4 From a
patient’s perspective, LSS can be experienced as a world of
suffering: illness-suffering due to pain and impaired func-
tion or from being on a waiting list for surgery are obvious
forms of suffering. But also caring-suffering and life-suffer-

ing are of major importance. Caring-suffering can be de-
scribed as suffering due to care, for example, patients ex-
periencing feelings of not being believed or not being taken
seriously. Life-suffering comprises experiences of a threat-
ened life situation like the uncertainty of the world and
loneliness.>»©

An individual’s attempt to manage suffering and de-
mands created by stressors is often referred to as coping.
These efforts seek to manage, master, tolerate, reduce, or
minimize the demands of a stressful environment.” The so-
ciologist Aaron Antonovsky described his theory of salu-

a Corresponding author:
Bjérn Knutsson

Department of Orthopedics Hospital of Sundsvall, Lasarettsgatan 21, 856 43 Sundsvall, Sweden.

Email: bjorn.knutsson@umu.se.
Phone number: +4660181778.


https://doi.org/10.52965/001c.30716
mailto:bjorn.knutsson@umu.se
https://doi.org/10.52965/001c.30716

Waiting for lumbar spinal stenosis surgery: suffering and a possibility to discover coping abilities

togenesis in 1979. The theory originated from interviews
with survivors from the Holocaust and raised the question:
How can we survive despite all the chaos and stress ex-
perienced.8 Furthermore, Antonovsky’s salutogenic model,
including but not restricted to coping abilities, describes
the importance of general resources of resistance (GRRs)
for dealing with stressors and, in that sense, also focusing
on supporting health.8 Typical GRRs are wealth, physical
strength, knowledge-intelligence, ego identity, coping
strategies, social support, commitment, cultural stability,
religion or philosophy, and preventive health orientation.
Through strong GRRs, life stressors can be comprehensible,
manageable, and meaningful, which gives a sense of coher-
ence (SOC). This capacity is relatively stable over time and
increases with age. Depending on the context, stressors,
and available GRRs, SOC can be dynamic, at least short-
term. A strong SOC is associated with life satisfaction, per-
ceived health, mental health, high quality of life, and better
function after surgery for LSS.8~13 Furthermore, the saluto-
genic model has become an important tool both for quanti-
tative and qualitative research.8,%12,14-16

Although studies exclusively for patients with LSS are
uncommon, several qualitative studies on low back pain
(LBP) and sciatica have described the experiences and ex-
pectations from a patient’s perspective. These studies
stress the importance of patient-centered care, including
a diagnosis, being believed, and adequately investi-
gated.17-19 In contrast to LBP and sciatica, LSS is a specific
diagnosis, and patients are generally older. In addition, the
patients in the present study are waiting for surgery which
makes the context different from the suffering due to LBP
or sciatica. The objective of this study was to describe as-
pects of suffering related to being a person with LSS and
how suffering is managed prior to LSS surgery.

MATERIAL AND METHODS

The study had a qualitative inductive approach whereby
the interview transcripts were analyzed by content analysis.
The content analysis aims to capture the core of the inter-
views and explore differences and similarities in the tran-
scribed text.20

During the study period (October - December 2013),
eighteen consecutive patients on the waiting list for LSS
surgery at a Swedish county hospital were recruited. All
patients agreed to participate. Our inclusion criteria were
age >18 and good knowledge of the Swedish language. Pa-
tients with dementia were not eligible for the study. A few
days after the patient was scheduled for surgery, a specific
research nurse gave information about the study and ob-
tained informed consent. The nurse was not involved in the
care of the patients.

The interviews were performed at the patient hostel,
providing a more neutral environment than the orthopedic
outpatient department or ward. The interviewer (BK) was
dressed in casual clothing. Interviews lasted for 60-90 min-
utes. The individual face-to-face interviews started with
structured questions on socio-demographic and medical in-
formation. This was followed by open-ended questions used

to stimulate a dialogue on the topic under study. An inter-
view checklist was used to compromise broad domains, i.e.,
care, patient perspective on experiences and feelings from
LSS, and expectations before surgery. Interviews were digi-
tally recorded and later transcribed verbatim.

DATA ANALYSIS

All authors read all interviews transcripts, and first im-
pressions were discussed and documented. The next step
was to condense (shorten but still preserve the core con-
cepts) the transcripts into meaningful units, further aggre-
gated (interpretation on a higher logical level). These codes
were aggregated into categories, which additionally created
themes.20 A validation and verification process by a con-
sensus strategy was performed, whereby the authors dis-
cussed and reexamined coding discrepancies in a further
effort to reach consistency. In addition, a content valida-
tion with an external experienced qualitative researcher
was performed to support the inductive category and theme
application.20

To explain the patterns that had emerged during the
analysis, we explored the data from different theoretical
perspectives. Several descriptions of coping mechanisms,
GRRs, and descriptions of the patients’ resources were
found in the interviews. Hence the discussion section pre-
sents our interpretation of the categories and themes using
the salutogenic model as a sensitizing concept.8%2! Patton
points out sensitizing concepts as possibilities for alterna-
tive interpretations.2!

Citations are presented throughout the results section to
increase the credibility further.

The content analysis was performed with NVivo, version
10, as a support tool.

ETHICAL CONSIDERATIONS

The Regional Ethics Review Board approved the study. Pa-
tients gave informed consent and were granted confiden-
tiality. The interviewer (BK) was also the forthcoming sur-
geon. This could be considered an ethical problem, but all
patients were on the waiting list for surgery and assured
that the interview could not affect the planned surgery or
follow-up. Finally, patients were informed that they could
terminate their participation in the study at any time. None
of the other authors participated in the care of the patients.

RESULTS

On average, the interview took place 59 days (range 1-118)
before surgery. The common clinical complaint for all pa-
tients were symptoms of neurogenic claudication or radic-
ular leg pain. Seven patients had spinal stenosis, eight had
spinal stenosis with degenerative spondylolisthesis, and
three had spinal stenosis with isthmic spondylolisthesis.
Twelve patients were treated with decompression, and
seven were treated with decompression and instrumented
posterior-lateral fusion. One patient canceled the sched-
uled surgery due to improved symptoms. Eleven patients

Orthopedic Reviews 2



Waiting for lumbar spinal stenosis surgery: suffering and a possibility to discover coping abilities

Table 1. Baseline characteristics of the eighteen
interviewees

N=11
66 (11) years

Female gender

Age, mean (SD)

Smoking
Current
Non-smoker
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Occupation
Factory worker
Cleaner
Teacher
Nurse
Retirement pension
Disability pension
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Marital status
Partnership
Living alone
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Comorbidities
Hypertension
Heart disease
Lung disease
Diabetes
Depression
Rheumatoid arthritis
Muscle rheumatism
Osteoporosis
Prostatism
Ulcerative colitis
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One interviewee could have several comorbidities.

had one level, and seven patients had two-level spinal
stenosis. Since the symptoms from LSS typically develop
over time, few patients could give an exact time for their
current symptoms. One patient reported <6 months, eight
6-12 months, five 13-24 months, and three 25-36 months
of current pain. One patient reported “long duration of
pain” without any definition in time. The mean age was
66 years (range 35-83), and most of the patients were fe-
males (n=11). Somatic comorbidity was common, and most
patients were retired (n=13). A description of the patients’
characteristics is summarized in table 1.

The themes identified in the content analysis are pre-
sented in turn as follows.

EXPERIENCING AN IMPAIRED PHYSICAL, SOCIAL AND
EMOTIONAL LIFE

The pre-symptomatic experience of patients provided a
context for their current suffering. Patients described hav-
ing had an active physical life before the symptoms from
LSS became severe. Different kinds of activities such as hik-
ing, hunting, or fishing were mentioned, exemplifying how
strong and reliable their legs used to be. In the present, pa-
tients described their substantial suffering, including lim-
ited leg function, leg pain, paresthesia, and numbness:

I can only stand for 10 minutes, a quarter of an hour
at the most; I can’t stand any longer than that. I think
that I have to go and sit down somewhere. There is
a burning sensation in my legs, and something goes
numb. I can feel it burn. It’s like I lose all feeling in my
legs.

The pain and limited function were also associated with
sleep disturbances. Feelings of shame in front of other peo-
ple when their body did not function correctly were also ex-
pressed in the interviews:

I went up into the forest rather than walking along the
road because people would think that I wasn’t sober.

My legs are going this way, and the upper part of my
body is going that way. It was embarrassing.

Pain limited function in household chores and at work.
Suffering from a restricted daily life and an undesired
sedentary lifestyle were common. One patient outlined the
loss of his pre-symptomatic daily walk:

I can’t say that I'm depressed or anything. I’'m not, but
it’s like I can’t quite find the rhythm. A good pattern is
to go out for a long walk in the morning, then you come
home and have lunch, and then there’s this time of re-
laxation in the afternoon when I can sit down and read.

The undesired sedentary lifestyle could also be perceived
as a factor for weight gain due to impaired function and
walking ability.

I I ought to lose a few kilos, but I can’t walk.

The interviewees described the isolation and how it af-
fected relationships with family and friends. Due to symp-
toms from LSS, partnerships were described as being al-
tered, i.e., using separate bedrooms and a restriction in
their sex life:

We have an active sex life ... There have been situations
when my back specifically has been aching — ouch and
oh, no — and we’ve had to stop because of it.

A GOOD PHYSICIAN-PATIENT RELATIONSHIP
ALLEVIATES THE BURDEN OF LONG WAITING TIMES.

Long waiting times for magnetic resonance imaging (MRI),
an appointment with a surgeon, and surgery were concerns
in many interviews. A good physician-patient relationship
was perceived as a resource, which alleviated the conse-
quences of disability, suffering, and being on a waiting list:

My health care center is XX, then she sent me to have
a lumbar X-ray, and after that, I had to wait for a long,
long time. But I have a fantastic doctor, I do.

In contrast, misinformation, appointments with differ-
ent unknown physicians, separate waiting times for MRI,
and an appointment with a surgeon increased the suffering
of long waiting times. The patient’s situations of depen-
dence and vulnerability in the relationship with the physi-
cian were expressed in several interviews:

I hope they operate. It isn’t certain that they’ll perform
the surgery... then you have to live with it. That also
made me worried.
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STRUGGLING FOR BEING BELIEVED AND TAKEN
SERIOUSLY

Continuity in care was important for feelings of trustwor-
thiness among patients. Some patients described a struggle
against the healthcare system and feelings of not being be-
lieved:

Yes, because they said that I am as usual, that I'm
whole, healthy. I didn’t feel like that myself. I wanted
to know what was wrong. I knew that there was some-
thing wrong.

Some patients also experienced discrimination due to
age, obesity, or former alcohol abuse.

I I was too fat, and I was too old.

When the information from physicians was experienced
as insufficient, the internet was described as a source of
information. However, the retrieved information was de-
scribed as sometimes difficult to understand and interpret.
The internet and other sources of information could con-
tribute to knowledge and understanding, even if personal
information and dialogue with the surgeon were described
of significant importance:

Yes, the person performing the surgery is the most im-
portant. Yes, I think so. You know what you’re doing.

All patients described the MRI before referral to a spine
surgeon as very important for confirmation. Both as confir-
mation that their suffering was real and to receive a diag-
nosis that explained the symptoms they were experiencing:

I was really happy that they finally found something. It
wasn’t all in my head.

To receive the diagnosis of LSS was also perceived as
necessary as it excluded worse conditions such as cancer.

WAYS TO MANAGE PAIN AND DISABILITY

The patients described several ways to manage the disease.
One way was to compare themselves and someone else they
knew who had worse problems. Another way of handling
the situation was to focus more on things that were experi-
enced as positive:

I can walk, that’s what I keep telling myself. I can still
do a lot of things.

Several patients described their ability to use their re-
sources in the sense of a “fighting spirit.” Furthermore, per-
forming duties for other people, their animals, or work was
common and expressed as important to keep them going.
Even though only five of the patients were employed, work
was explained as important to break the isolation and bore-
dom:

The social part is important. You’ll climb the walls oth-
erwise ... you’re used to working.

Different forms of physical activities, like biking indoors
or outdoors, were described as ways to manage the every-
day situation:

I thought maybe exercise would cure it. I’ve been see-
ing a physiotherapist ... I'm happy about that anyway.

Walking aids like a walking frame were important for
managing shopping and visiting public places. One patient
describes the positive implications of having community
companions:

Tuesdays and Thursdays, I have a companion. It’s
great. If I want to go shopping, that’s what we do. If we
want to walk around town, that’s what we do.

Furthermore, the church was described as important for
social interaction:

Go to church, meet lots of people ... have coffee and a
chat ... Being around other people and meetings

AMBIGUOUS EXPECTATIONS AND HOPE FOR RECOVERY

A concrete and common expectation was improved leg
function and reduced leg pain. However, expectations could
also be more generic like:

I I want to get well

Some patients described a combination of modest expec-
tations and expectations of full recovery after surgery:

An ordinary life; where you do things at home, you
clean, do the laundry, potter about, it doesn’t have to
be anything special. Just an ordinary life is the expec-
tation. To be able to travel a bit. To be able to trust your
legs.

Compared to an earlier quote from the same person:

I That I’ll get to go running in the forest, into the forest.
WAYS TO HANDLE CONCERNS BEFORE SURGERY

Some patients described fear for complications like infec-
tion, anesthesia awareness, or using a wheelchair after
surgery. In contrast, several patients describe no worries at
all before surgery:

I I’'m not the type to worry.

Due to severe suffering, some patients described the
surgery as the only option left. Furthermore, earlier pos-
itive experiences from healthcare and friends successfully
operated on for LSS were vital to handling the stress before
surgery.

I also have neighbors in the country and another ac-
quaintance who have had this surgery, and they’ve
given me fairly good accounts. For all three people that
I know, it’s gone well.
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DISCUSSION

To endure the consequences of LSS includes aspects of be-
ing physically restricted, isolated, and emotionally im-
paired. In other words, the disease had a profound impact
on the person suffering from it. The patients of this study
described not only what their suffering meant to them, but
they also described how they found resources that helped
them to manage the disease. LSS can become comprehensi-
ble if they feel that they are being believed and taken seri-
ously.1®> The patients emphasized that the orthopedic sur-
geon and other health care staff played a crucial role in
helping them cope. Ways to manage the experienced pain
and disability are described in the results, and we have
chosen to represent them as resources for comprehensibil-
ity, manageability, and meaningfulness from a salutogenic
standpoint.

GRRs can originate from different levels: on a legislative
level, the Swedish health care system is equitable, available
to all citizens, and patient-centered care is statutory. Ac-
cording to Antonovsky, these are important community re-
sources for a high SOC.8 Furthermore, on a community
level, municipalities can provide individuals suffering from
disabilities with community companions, walking aids,
home adaptations, and other tools to make life more man-
ageable. On the personal level, social support from family
and friends is essential, and although Sweden is a secular
society, the church was seen to be important for social in-
teraction. In addition, other people’s experiences of surgery
and healthcare could ease the concerns before the surgical
procedure. Few interviewees were employed but staying at
work has been described as a way to cope with chronic LBP
and sciatica.22

Our results also stress a good physician-patient rela-
tionship, based on patient-centered care, including conti-
nuity, proper treatment, investigations, examination, and
information/dialogue, gives more satisfied patients.1823-26
In agreement with previous studies, an established diag-
nosis and a known cause for the pain is important for the
patient to understand and accept their symptoms. In con-
trast, delegitimization (feelings of not being believed or
denied) is associated with dissatisfaction, thereby caring-
suffering.>617-19 A diagnosis is also important to exclude
severe spine pathology, especially in the elderly with a high
frequency of comorbidities. Furthermore, information is an
important and complex issue. Timely and knowledge-based
information should be provided from the treating physician
and operating surgeon to enhance comprehensibility and
trust.818

Expectations of recovery from surgery may be the
strongest source for the interviewee’s capacity to see mean-
ingfulness in everyday life. Even if improved leg function
and decreased leg pain were common goals, some of the ex-
pectations were similar to how life used to be perhaps 5-10
years earlier or for healthy individuals of their age. This
captures the importance of relevant expectations and con-
sistent and precise information.

Many earlier studies have relied on the pathogenetic
paradigm, i.e., a medical disease model. The disease

model’s center is a dichotomous classification of individ-
uals as diseased or healthy. The salutogenic patient-cen-
tered approach is a model that guides health promotion
by shifting attention towards the individual’s resources and
strengths. Living with LSS is a physical, mental, and social
challenge, and resources to cope with the suffering may be
more important than a full recovery.18:27,28

The main strengths of this study are the defined context
and sampling method. All eligible patients accepted the of-
fer to participate, representing various life experiences.20
BK as the interviewer is a conceivable limitation, as he was
the forthcoming surgeon, and this may have resulted in ob-
server bias. However, to minimize this, all authors analyzed
the interviews, and an external observer validated the re-
sults from the content analysis. Furthermore, the quota-
tions translated by an external assistant who had a Bachelor
of education in Swedish and English increased the credibil-
ity. Although SOC is a validated quantitative measure and
has been applied as a theoretical framework for qualitative
research, the theory has limitations: the direction of the
causality between SOC and health is uncertain, and SOC
could be a measure of physical and mental health instead of
a predictor for health.

To explain the patterns in the data, we need a frame-
work. Several descriptions of coping mechanisms, GRRs,
and descriptions of the patients’ resources were found in
the interviews. Therefore, we considered Antonovsky’s
salutogenic theory to fit the data. Hence, we presented our
interpretation of the categories and themes using the salu-
togenic model as a sensitizing concept. Nevertheless, the
choice of framework is influenced by the pre-understanding
of the authors and emphasizes the experiences from a salu-
togenic perspective.

CONCLUSION

Being a patient with LSS includes suffering and being a per-
son with their resources, able to discover their coping abil-
ities, or having support structures for doing so. Our study
emphasizes the importance of a supportive dialogue, where
physicians and patients make the suffering from LSS and
care before LSS surgery more comprehensible and manage-
able. Future studies should focus on whether patient in-
volvement in care-like models for shared decision-making
increases patients’ satisfaction with care and the patients’
reported outcomes after surgery for LSS.
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