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Abstract
Introduction: Adolescents living with chronic pain are vulnerable to negative outcomes such as
disability and an impaired quality of life; they often miss school, are unable to maintain social
contacts, experience sleep disturbances, and suffer from anxiety and depression. This often leads
to negative avoidance coping behaviours, resulting in physical deconditioning, adoption of sick

role behaviour, as well as catastrophic beliefs about their bodies and individualism.

Objective: This study uses an interpretative phenomenological approach to explore the meaning
and context of pain from the perspectives of adolescent girls who have experienced them. The
ultimate goal is to liaise with physicians, allied health practitioners, researchers, and policy
makers to modify, adapt, and improve current adolescent chronic pain services. This way, we can
help patients foster skills that will allow them to adapt positively, regain a balanced social life,

and live successfully despite their pain.

Results / Findings: Central to all accounts is a sense of interrupted life—phrases with negative
connotations such as “couldn’t do” and “had to stop” are repeatedly used to express feelings of
loss of control. To regain control over their situation, participants create within themselves a
positive internal dialogue: they reconstruct the meaning of normalcy, practice acceptance, make
downward social comparisons, and engage in daily positive affirmations. While chronic pain
disrupts their career trajectories, the experience of living with pain has instilled in them the
pursuit of metamorphosis. This need to morph seems to be propelled by the imagery of a full life
ahead—the idea that there is more to life than their current state. Ironically, some participants are
seen to be grateful for their pain. Living with pain has gifted them with intuitive empathy for the

suffering of others, as well as the emotional credibility to help.
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Résumé

Introduction: Les adolescents qui vivent avec des douleurs chroniques sont vulnérables aux
issues négatives tel que l'invalidité et la qualité de vie altérée; ils sont souvent absents a I'école,
incapables de maintenir des relations sociales, ont des perturbations de sommeil, et souffrent
d'anxiété et de dépression. La continuité de I'évitement de comportement d'adaptation au-dela du
temps de la guérison normale a aussi été démontrée qu'il résulte des conséquences négatives tel
que le syndrome Disuse-un état associé au déconditionnement physique, comportement maladif,

retrait psycho-social, ainsi que les croyances négatives et catastrophiques.

Objectif: Cette étude utilise une approche phénoménologique interprétative afin d'explorer La
signification qualitative et le contexte de la douleur de la perspective d’adolescentes qui les ont
vecus. C’est pour minimiser I'impact de la douleur et ses conséquences. L'objectif ultime est de
se lier avec d'autres médecins, des chercheurs alliés, et les décideurs politiques pour modifier,
adapter et améliorer les services actuels des douleurs chroniques destinés aux adolescents. De
cette fagcon, nous pouvons aider les patients a acquérir des compétences leur permettant de
s’adapter de manicre positive, de retrouver une vie sociale équilibrée et vivre avec succes malgré

leurs douleurs.

Résultats: Au cceur de tous les récits se trouve le sentiment d’une vie interrompue - des phrases
avec des connotations négatives tel que “ne pas pouvoir faire” et “falloir arréter” sont
respectivement utilisés a exprimer des sentiments de perte de contrdle. Afin de reprendre le
controle par dessus leur situation, les participants créent avec eux-mémes un dialogue interne
positif : ils reconstruisent le sens de la normalité, pratique de I'acceptation, faire descendre les
comparaisons sociales, et engager dans des affirmations quotidiennes positives. Tandis que les
douleurs chroniques disputent les trajectoires de leurs carriére, I'expérience de vivre avec la
douleur a inculqué en eux la poursuite de I'importance. Cette poursuite est propulsée par
I'imagerie d'une vie entiere et parait d'étre particulier dans cette tranche d'age. lroniquement,
quelques participants sont vus reconnaissants envers leur douleur. Vivre avec la douleur leur a
offert avec une empathie intuitive pour la souffrance des autres, tout comme la crédibilité

émotionnelle pour l'aide
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Introduction: Thesis Objectives

Chronic pain is personal and subjective, while its origin may be physical in nature, its
consequences extend further— affecting the individual’s emotional, psychological, and social
life. Despite its heavy toll, chronic pain is still mainly recognized as an adult and geriatric
problem. As such, research is still heavily focused on this demographic. Adolescence is a critical
period in which individuals develop their personal and social identity. The intent of this research
study is to explore adolescent girls’ experiences of chronic pain—the ways in which they
navigate their lives, all while simultaneously undertaking adolescent developmental tasks. The
meaning and context of pain for the sufferer is important because only then can we better
develop services for adolescents and their families struggling to cope with pain. The hope is that
it will lead to the development of services that will allow them to adapt positively, regain a

balanced social life, and live successfully despite their pain.

hi v will be auided by thi I | -

What is the meaning and lived experience of adolescent girls living with chronic

pain?

| did not seek to define, theorize, or measure the character and nature of chronic pain nor
to define the developmental mileposts they experienced as adolescent girls. This question was
generated through my interest in adolescents and chronic pain and driven by a substantiated need
for research informing our understandings of this experience. Through interpretative
phenomenology, | endeavored to transform my participants’ lived experiences into textual

expressions— paying special attention to how they lived their lives alongside chronic pain.

My biggest hope for you as a reader, is that you appreciate and acknowledge the bravery
behind the smiles that they tirelessly harness every day. In reading their accounts, you will soon
realize the weight that chronic pain has—and continue to place on these adolescents; in their
case, plans are interrupted, and goals are dismissed, no matter how important. They need an

advocate—a cheerleader if you will— and | want to be that person for them.
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Preface

I like leaving clippings of mantras and motivational quotes in the nooks and crannies of
my apartment—on my desk, by my bedside table, on my walls, even on my fridge. Everyone
who has paid a visit knows this because they usually spend the first 10 minutes wandering
around amused. This trait started in middle school because | was nervous over a math test; too
nervous for my own good, I scribbled a simple “you can do it” on my workbook. Over the years,
the quotes become more meaningful, more elaborate, more heartfelt. Here is one of my
favourites, something | found 3 years ago as | was about to start my last year of undergraduate

studies.

Dream Freely
Envision Excellence
Cherish your creations
Exude enthusiasm
Be inspired
Inspire others
Take pride in you
Recognize inner beauty
Draw on inner strength
Look inside your soul
Create peace
Seek truth
Spread joy
Embark on adventure
Launch new ideas
Think big
Invoke positives
Live fully
Reach out
Aim high
Find happiness
Expect the best
Be the best

| bring this one up specifically because these affirmations are what | think of when |
listen to the interview recordings of my research participants; in each one of them, | see every
single line of this mantra. Living with pain, it seems, have given them a unique sense of intuitive
empathy, one so organic and pure that they inspire others. Just as | was worried about finishing

my undergraduate studies and starting a new journey, my participants too, are on the edge of two

10
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horizons—except for them, what lies ahead is more turbulent, and more daunting. On their left is
a world that they had once knew, pain free and dependable. On the right, is a world they will
have to accept, one that might be discouraging and unpredictable, but manageable with the help
of others. So, what would you do if your future is dictated by something you are not in control
of? In the case of my participants, they had to draw on inner strength and undergo a difficult
process of reconciliation and metamorphosis. Despite the physical pain, emotional burden,
dismissive attitudes, and stigma surrounding chronic pain, my participants still manage to
maintain a positive well-being and functioning. As beautifully summarized by Dr. Brene Brown:
“Owning our story and loving ourselves through that process is the bravest thing that we will
ever do” (140). And that, that they did.

11
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Chapter One: Review of the Literature

Background to Pain

The complexity of chronic pain makes it difficult to define as it is a personal and
subjective experience that is affected by various physical, emotional, social, and cultural factors
(1). Traditionally, pain is regarded as an adaptive biological tool, one that warns humans of the
potential disequilibrium or danger in his or her body (1). From this physiological standpoint, pain
has a protective purpose because it lets us know that a restorative plan is required (1). This idea
was cemented as early as the 17w century, when French philosopher and mathematician René
Descartes discussed the Specificity Theory of Pain in his manuscript the Treatise of Man (2). He
described how each somatosensory modality has its own specific receptor and sensory fiber, and
how it is sensitive to only one specific stimulus. Pain, he deemed, is a purely physical
phenomenon—that the amount of tissue damage is related linearly to the amount of pain
experienced (2). This notion was later challenged, especially after differences in pain experience
(intensity, duration, quality) was observed between patients with similar levels of tissue damage.
Pain science was as such, redefined and reframed. In an attempt to explain this phenomenon, J.P.
Nafe suggested the pattern theory (2). There is to be no linear relationship between stimulus and
pain, because pain signals were hypothesized to be sent to the brain only after summing together
to produce a pattern (2). In 1965, Melzack and Wall added to this theory when they brought into
light the potential role of the central nervous system in pain perception (2,3). According to the
Gate Control Theory, pain signals generated from injured tissues do not simultaneously travel to
the brain; in essence, there are ‘neurological gates’ at the spinal cord level that determine
whether or not these signals will ever reach the brain. Pain is therefore only perceived when the
gates open and allow these signals—all, or in some cases only in parts—to pass and reach the
brain (2,3). While this theory is oversimplified and not a full representation of the complex
nature of pain and the central nervous system, it was a captivating theory in its time, adding new
perspective to pain literature and created the spark for more research in the field of pain. In the
1970’s with the emergence of the biopsychosocial model of pain, pain was no longer viewed as a
purely physical phenomenon, instead, it was seen as the result of interaction between biological,
social, and psychological factors—what it is commonly seen today (4). In 1986, the International
Association for the Study of Pain formalized this notion when it described pain as “an unpleasant

sensory and emotional experience that is associated with actual or potential tissue damage” (5,6).

12
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Each person learns to associate pain through their own individual experiences, such as past
experiences with injury in early life, or fear and the perception of incoming danger. In the past
50 years, this has been the accepted model and as such, has been the model used to guide pain
research, assessment, and treatment. Considering the vast research on pain that has been

conducted, the next few sections are meant to be narrative and illustrative, not exhaustive.

Biological Factors of Pain

While pain is a subjective sensation, it is first a physical sensation that can be confirmed
through electrophysiological methods (7). Before we realize that something hurts, there are a
number of physiological processes that occur in our body (7). Pain can be generated with and
without receptors, and from both the peripheral and central nervous system (7). If the pain stems
from a pain receptor, then it is known as nociceptive and physiological (7). In such cases, free
nerve endings, also known as nociceptors, respond to biological, electrical, thermal, mechanical,
and chemical stimuli (e.g., pain from muscle tear, electrical injury, heat damage, incorrect
bending/ lifting motion, acid spill), transmitting it to the cerebral cortex in brain, where pain
perception interpreted (7). Nociceptive stimuli are transmitted through large, myelinated Ao
fibres, producing a fast, sharp, and well-defined pain. Because of the fast, almost simultaneous
pain sensation at the point of injury, it allows the individual to elicit an “escape” response (7).
This is the reason why pain is regarded as an adaptive biological tool, because its purpose is to
warn the individual of the injury in the body. Once this “escape” response is elicited, a “second
pain” wave, transmitted by a smaller, unmyelinated C fibers will reach the brain. This signal is
usually manifested physically in the form of a dull, aching, or pulsing sensation (7). Again, this
acts as a safety net—a reminder to the individual that protective action is required. At the actual
site of injury, there will be chemical substances—histamine, bradykinin, acetycholine, and
prostaglandins—to a name a few, that will synergistically act to alter capillary permeability (8).
This allows for white blood cells to tend the injury, which can be observed as symptoms of
inflammation, such as redness, swelling, itching, and presence of warmth (8).

Nociceptive pain usually arises from irritation in the receptors of the integuments,
muscles, and joints, which, on average, can last from six to twelve weeks (7, 9). While it is most
commonly associated with sports related injuries, it can also develop from overuse—an example

would be rotator cuff injuries in carpenters and butchers (7,10). If the stimulus associated are

13
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continually repeated, then it can lead to adaptive changes in the central nervous system, which in
time, can preserve, encourage or even cause, further pain (7). At this point, the pain felt can be
generated without association with any receptors (7,11). When pain stems from non-receptor
pain, then it is known as pathological (7). In this case, the pain felt is not a manifestation of any
nerve or tissue damage; it has no protective function and is not a symptom of any other disease—
in fact, in cases as such, the pain itself is considered a disease (7). Common examples would
include fibromyalgia and irritable bowel syndrome (7). This type of pain is what is usually
associated with chronic pain, which I will discuss in a later section. Because of the ambiguous
nature of non-receptor pain, physicians would include an additional evaluation of psychological,
social, environmental, and lifestyle factors—on top of the routine physiological exams. An
example of a lifestyle factor that affects the pain experience is sleep deprivation (12). While its
influence cannot be labelled as causal, the predominant view is that sleep and pain are
reciprocally related; the less sleep, the more pain is felt (12). A longitudinal study done on
Norwegian women found that women who suffer from insomnia were significantly more likely
to develop fibromyalgia 10 years later (13). Additionally, a headache-free British sample were
seen to significantly be more likely to suffer from new incidents of headaches after a one-year
follow up with insomnia symptoms at baseline (12). Clinical features of pain include factors such
as location, intensity, duration, quality, and suffering—the last of which, is mainly subjective

with psychological factors at play (7).

Psychological Factors of Pain

The phenomenon of pain perception is dynamic and personal, varying not only from
person to person, but from time to time in the same individual. This is in part due to the
psychological factors that are intertwined into the experience of pain. In fact, there is growing
evidence that the meaning of pain—and not pain itself, is what predicts how individuals react
and cope. (7) Using health care samples of patients with recurring musculoskeletal pain, Denison
et al showed how disability, as measured by the Pain Disability Index, was better predicted by
self-efficacy and fear-avoidance beliefs then pain intensity and pain duration in primary care
patients with musculoskeletal pain (14). Similarly, Foster et al found how pain self-efficacy was
a more important obstacle to recovery than in patients with chronic lower back pain, pain self-

efficacy was shown to be a significant mediator in the relationship between pain intensity and

14
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disability. In an attempt to explain these factors, social scientists have outlined models that
would help patients—and society as a whole, understand the emotional and behavioural response
that stems from pain (14,15). In this section, | will discuss an influential model known in pain
literature as the fear-avoidance model. As mentioned previously, nociceptors respond to pain
stimulus by transmitting it to the cerebral cortex, where pain perception is interpreted (7,16).
This step is known as cognitive processing, which is what leads people to act—or not act—on
their pain (7). For example, an athlete in the midst of finishing a marathon might choose to stop
her race upon feeling a pulsing sensation on her knee—or she might not. On the other hand, if a
person is to be walking alone at night and fear that someone is behind following, he or she might
choose to run, even if he or she has an occurring injury that prevents that level of fitness.
Similarly, when pain is not perceived as dangerous, people living with chronic pain are usually
able to continue their daily activities, thereby promoting functional recovery (16). This reactive
response is initiated by an initial assessment. At this first level of assessment, the individual will
subjectively evaluate the pain level as well as the environment that he or she is in. If the pain or
the environment is perceived as a threat, then the individual will be motivated to react, finding
ways to cope; if not, then the pain will fade to the background, and the individual will continue
with the activity at hand, without interruption (16). This is the reason why an injury might be

perceived as intense and unbearable by one individual, but minor and insignificant by another.

The Fear-Avoidance Model

The majority of persons who are injured will realize a full recovery, yet, a subset suffers
from continuous pain, leading to disability (7). While there are many factor as to why this might
be the case, this can in part be explained by the fear-avoidance model, which posits how
catastrophic appraisals—the dysfunctional belief that physical activity will exacerbate pain or
lead to injury—had been seen to promote a self-perpetuating cycle of avoidance, hypervigilance,
depression, and kinesophobia (fear of movement), leading to physical deconditioning (17-22).
The perception that the pain will last long into the future not only lead to fear of rehabilitative
activities, but also extends to everyday activities (17-22). This model had been verified
quantitatively as well. With 147 sub-acute whiplash patients as participants, Nieto et al
performed two regression analyses, with kinesophobia and catastrophizing as the independent

variables, and disability and depression as the dependent variables (23). Even after controlling
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for descriptive variables, such as pain duration and intensity, catastrophizing and kinesophobia
were still found to be in significant positive correlation with disability and depression. In
agreement with the fear-avoidance model, catastrophizing and fear of movement were found to
be legitimate predictors of disability and depression (23). Similarly, a questionnaire-based survey
conducted in 122 patients with chronic low back pain showed how hypervigilance to pain is
associated with heightened pain severity, underlining the importance of psychological factors in
guiding pain management. In the absence of fear-avoidance beliefs, individuals are more likely
to be motivated in confronting their pain, and stay consistently engaged in their rehabilitation
process, resulting in improved daily function (26). This positive mental state is described in
medical literature as self-efficacy (23-25). If an individual is to adopt this mindset, then the
individual has the personal belief that he or she can successfully cope with the difficult situation
presented to them (17-25). By this definition then, pain self-efficacy denotes the degree of
confidence that a pain sufferer has in engaging—and progressively increasing the volume,
intensity, frequency, or time—of their activities and tasks, whether it be their rehabilitative
exercises, or household chores (17-24). In patients with low chronic back pain, a sense of high
self-efficacy despite the pain is seen to be a significant predictor of recovery; on the other hand,
weak self-efficacy is seen to predict long-term disability (26). If one is to practice self-efficacy,
then they become associated with a state of acceptance and commitment—uwhere one chooses to
focus on living life to the fullest, participate in valued activities, and pursuing personal goals (24-
26).

Acute Pain

Acute pain is most commonly associated with a specific disease or injury and therefore,
the activation of the sympathetic nervous system. Common factors that lead to the onset of acute
pain include trauma, medical procedures, physical labor, and diseases. Medically, acute pain
would be considered as pain that stems from receptor pain, or nociceptive pain; as mentioned
previously, this serves as a survival function and alerts the individual of the presence of injury, or
potential tissue damage (7, 27). The sensation associated with acute pain is single and sharp,
specific to one anatomical region, and will disappear without a trace when the damage has
healed. On the other hand, it can lose this adaptive function, persists beyond normal tissue

healing time, and turn pathologic—severely impacting a person’s quality of life (7, 27). At this
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point, pain occurs in the absence of tissue damage, with no distinguishable end point (7, 27).
Nociceptive pain is predicted to last between six to twelve weeks. When pain extends beyond

this period, pain is no longer defined as acute, it is defined as chronic (7,27).

Chronic Pain

The distinguishing factor that defines pain as acute or chronic pain is typically the
duration of the symptoms. When pain lasts for a period longer than 3 months, it is classified as
chronic pain (7,27,28). Chronic pain differs from acute pain in that it persists beyond the normal
tissue healing time, even after the underlying cause of the pain is no longer present (27, 28). As
such, chronic pain serves no biological purpose (7,27,28). This can stem from changes in the
property of the peripheral nerve cells, which can occur either through (2) repeated use of the
injured tissue resulting in damage to the nerve fibres; (b) spontaneous firing or alterations in
sympathetic neurotransmitter properties (7,27,28). Chronic pain is diverse in nature and varies
from person to person, differing in many of its elements, such as etiology, intensity, frequency,
and duration. chronic pain can be classified by anatomic location such as the head/face/neck
region, the back, upper extremities, lower extremities, or by the different organ system, such as
the nervous system or musculoskeletal system. (7, 27,28). It is also ambiguous in that it can stem
from many different causes (7, 27,28). For example, while chronic pain is most often associated
with an initial injury, it can also stem from disease treatments itself, such as surgery and
chemotherapy (7, 27,28). By this definition, chronic pain is what we would refer to as pain that

stems from non-receptor pain, otherwise known as pathological pain (7, 27,28).

The Burden of Chronic Pain

Those affected by chronic pain not only suffer from physical ailments such as muscle
atrophy, immobility, and increased susceptibility to disease, but also from psychosocial
and emotional ones, including dependence on medication and caregivers, anxiety,
social isolation, and fear (29). A common finding is that psychosocial factors contribute to
disability above and beyond pain intensity. As such, chronic pain has become the second major

cause of suicide, second only to bipolar disorder (29).
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On a day to day basis, individuals suffering from chronic pain can experience any of the

following, usually simultaneously (12,29,30):

- Poor quality sleep and immune system, delaying potential recovery and prolonging pain.

- Functional limitations and reduced mobility due to guarding and compensation.

- Decreased pain and activities tolerance resulting in social isolation.

- Catastrophic thoughts about the affected area or body succumbed to pain.

- Increased perception of other pain resulting in poor concentration and the inability to
relax.

- Feelings of helplessness resulting in anxiety, depression, and in some cases, suicidal

ideation.

As discussed, chronic pain does not only result in physiological changes, it also results
in negative psychological and social changes (29). Because of the intensity of their pain,
individuals suffering from chronic pain have difficulty finding a comfortable sleeping
position—which, in conjunction with the interruption of sleep by pain attacks, result in a
depressed immune system (12). The physical and mental fatigue that stem from this process led
to decreased tolerance in previously enjoyable hobbies, resulting in social isolation (12). This
state of insufficient activity is known as Disuse Syndrome (30). As time passes, this physical
immobility result in a depressed mood, propelling obesity, anxiety, irritability, and in some
cases, suicidal ideation. This sense of helplessness stemmed from the lack of control they feel
from not being able to find the causes and ways to relief their pain (30). A common trajectory
for chronic pain patients is job loss. A European survey of 4839 chronic pain patients indicated
how 61% of their participants were not able to work from outside their home, with 13%
losing their employment and another 13% changing their employment (31). With job loss
comes loss of income, decreased self-esteem, and relationship problems. It does not help that
chronic pain is heavily stigmatized—so much so that in 2016, pain-related stigma has been
identified as a public health priority by the National Pain Strategy (32). The ambiguity of
chronic pain leads to difficulty in diagnosis and usually results in medical providers themselves
to doubt the pain accounts of their patients, interpreting the symptoms as invalid (33). The lack

of observable symptoms or causes in medical imaging and blood tests meant that the pain is
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undermined and invalidated, being referred to instead, as “only psychological.” (33) One’s
sense of self is made up the sum of the societal reactions (34). As such, some chronic pain
patients resorted to avoid the shame associated, leading to concealment of the actual pain
during social interactions and medical appointments. Not only does it lead to a delayed
diagnosis, it also leads to treatment bias, impairing treatment recovery (35). As captured by
Maria Hudspith, executive director of Pain BC: “when we think about medicine, we think about
it being scientific and measurable. With a broken body part, we can see it. But for pain, when it
becomes chronic, it’s not that way.” From a patient’s perspectives, we can take into
consideration the account of Meldrum—a car accident survivor and chronic pain sufferer, who
said: “You start to question your own sanity... the most important you can hear is that someone
believes you.” (35) This is because negative stigma can be internalized, resulting the individual
to adopt the negative societal stereotypes, resulting in self-blame and hindering recovery
(33,34,35).

Gender Differences and Chronic Pain

While studies have reported the prevalence of chronic pain to being female-predominant,
(36-38, 40), it is important to understand that there are underlying mechanisms that might play a
role in the gender disparities seen in chronic pain. Taking musculoskeletal pain as an example,
here are the three main explanations currently used: (a) women, as outlined by the exposure
model are more exposed to risk factors for musculoskeletal pain; (b) women are physiologically
at a higher vulnerability than men in developing musculoskeletal pain.; and (c) women are more
willing to report musculoskeletal pain. (36-38). Research done in Australia with 737
government employees showed how sex-segregation of women into sedentary and repetitive
domestic work exposed women to more risk factors, which supported the exposure model (39).
Point B and C are in contrast to the phenomenon seen in the male population, who because of the
enculturation of masculinity in our society are reluctant or unable to seek help (41). Stereotypes
of masculinity include being stoic, independent, and emotionless, and it is because of this that
men remain silent and unwilling to show the people around them their trivial symptoms (41). For
most men, this means seeking help only when they show visible, physical symptoms (41). It can
be understood from this that the stigmatizing impact of chronic pain affects women and men

differently. Sex differences in response to pain have also been shown experimentally. In a study
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done by Levine and De Simone, males were seen to report significantly less experimentally
induced pain (cold pressor task) in the presence of a female experimenter than when interacting
with a male experimenter (42). In another study by Weisenberg et al., it was reported how when
told to immerse one’s arm in a container of ice water, women reported higher levels of anxiety
than men and obtained lower scores on a measure of perceived ability to cope with pain (43). In
a sample of Albertans, Schopflocher et al. performed a study analyzing the prevalence and
descriptive epidemiology of chronic pain, looking specifically at age-sex relationships (44).
When compared with males, women older than 18 years of age are seen to have higher chances
of suffering from chronic pain—the prevalence increasing with age—from <6% at age 18, to
18% at age 65 in males and 24% in females (44).

Chronic Pain Care

In Canada, one in five people are approximated to be living with chronic pain (45). Despite
its prevalence, a substantial gap remains between chronic pain and its care process. As a result,
chronic pain still remains under-recognized and under-managed in the clinical setting. Among the
barriers to successful CP outcome is the organization and administration of chronic pain care itself,
which is largely based around the traditional model of acute care (45,46). Under this model, chronic
pain is classified as a symptom, not a disease (46). This model of care promotes a “wait and see”
approach, which prolongs the time between the initial diagnosis and treatment initiation specifically
for chronic pain (45,46). Instead of actively preventing further pain, treatments are reactionary and
are only initiated when the patient complains about the intensity of pain (46,47). As one can
imagine, this does not align with the needs of chronic pain patients, who, for treatments to
be successful, need continuous care, as well as a referral to a specialist within the first few weeks of
the onset of acute pain continuing past three months and beyond (46). Unfortunately, the average
wait time for chronic pain care in Canada can take up to a year; during this time, conditions can
worsen, resulting in the diminished ability to return to a fully-functioning capacity (45,46).
Another barrier is the lack of inter-level communication. Chronic pain care often involves the
collective effort of a multidisciplinary team, yet test results and treatment summaries are not well
communicated among health care professionals in charge (48). This lack of access to information,
along with time constraints, reimbursement policies for physicians, and minimal training in medical

schools all lead to services that are fragmented, inefficient, and difficult to access. As such, as pain
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transitions from acute to chronic, chronic pain patients are left to seek help on their own (49). A
popular choice amongst chronic pain patients is the incorporation of complementary and alternative
medicine (CAM), which involves non-pharmacological approaches such as acupuncture,
chiropractic care, physical therapies, mindfulness, and overall lifestyle changes (50). This approach
is highly valued because it is accessible and gives patients the opportunity to play a more active role
in the management of their condition (50). Despite popular beliefs, chronic pain is not exclusive to
the adult population—it affects all ages, including adolescents. Population-based cohort studies

have shown that 25% to 37.3% of adolescents report chronic pain (51).

Adolescence

In the 1930s, the term adolescence was more a status symbol than a term used in medical
literature—during this time of economic depression, the term was used to describe the high
school- aged kids who “packed up and took off” riding the rails and hitchhiking in hopes of
finding fortune (52). This term was mostly associated with kids from poorer districts, who had to
start work early to help out with their family’s finances (52). Over the years, this term was
redefined and reframed: in the period between the 1940s and 1960s in the post-war times of mass
education, economic prosperity, and the emergency of youth culture, teenagers were seen to be
the generation that rebelled without a cause—young adults who were energetic and not
restrained in creating their own image (53,54). Today, the “teenage years” is more commonly
referred to as adolescence, a word used to describe the life of a young adult from the age of 12 to
18 (55, 56)—a stage that is distinct from childhood but cannot yet be classified as fully adult in
status. In this sense, it is not the developmental stage that has changed, but the social context in
which the term is associated with. This term is not to be confused with the restricted period of
puberty. Although the timing of these periods overlap, puberty solely refers to the acquisition of
sexual maturation (57, 58). In contrast, adolescence describes the period following this onset,
during which one undergoes rapid physical, social, and psychological maturation, as well as
heightened vulnerability and experimentation with identity (56,59). The noticeable difference
between today’s society and decades past is the structured educational environment, along with
globalization and social media, where the end goal is to train to adolescent for the distant future
(60). As such, this period involves developing priorities related to career, identity, friends,

romantic partners, family, community, and religions/ philosophical beliefs (60). This differs from
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pre-industrial societies, where adolescents apprentice and learn utilitarian skills through social
gatherings (60). Today’s landscape has therefore changed the way the speed at which social
norms are affected, with both risks and opportunities (60).

Given that adolescence is a natural time of learning and adjustment in long-term goals
and personal aspirations, this period is often regarded as a period of rapid self- development in
one’s intellectual, occupational, and psychosocial areas (53-60). However, the greater freedom of
choice available to today’s adolescents can also be viewed as “double jeopardy” (53). Double
jeopardy leads people to believe that problems are mainly individually based versus socially
constructed, which results in increased pressure on one’s self, which can lead to low self- esteem
and self- compassion (53). These problems come in the form of many—uwith the most common
ones being barriers such as lower socio-economic status, chronic diseases, disability, and being
labelled as part of a minority. In the context of my research study, this barrier is chronic pain.
Unlike their peers, adolescents who suffer from chronic pain have relatively higher guardian
protectiveness, leading to fewer peer socialization, which can lead to feelings of loneliness and
other depressive symptoms (61,62). Parents whose child suffers from chronic pain have
described treating their adolescents as a dependent preteenager, instead of the young adult that
they once were. (63) These social and personal barriers are intertwined with feelings of (a) the
way they see themselves, and (b) the relative priority of their goals. The lack of motivation that
can stem from these barriers can act to decrease the adolescent’s desire to persevere through

difficulties (63).

Transitioning to Adulthood: Positive Youth Development

There has been an increase in attention on the promotion of self- esteem—the idea being
that it will help these young people in becoming more optimistic, confident, and achievement
driven (64). Self-respect is an intrinsic human need and as such, it is important for adolescents to
learn to feel good about themselves (65). In research, self-esteem can be moderated by self-
compassion—the act recognizing and accepting the imperfect human condition (such as
suffering and failing), and reacting with warmth as to care for one’s self and connect with others,
instead of feeling behind, or separated or isolated from others (65). In adolescent literature, self-
compassion has been recognized as a “buffer” against low self-esteem and the various range of

negative psychological and physical health outcomes (66). Adolescents who are taught self-
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compassion skills in interventional programmes, are seen to have reduced rumination, depressive
symptoms, as well as increased positive affect and life satisfaction (66). This understanding led
to research on adolescent identity development, a process that in Western culture, emphasizes
individualism (the self) over interdependence (65,66). From the perspective of a growing
adolescent, adulthood is felt to be reached when they have developed the ability to make
independent decisions, such as accepting the responsibility for their social actions and making
financial decisions (67,68).

The burden of chronic pain severely impacts the accomplishment of financial and
decision-making independence—the traits that adolescents associate with success and adulthood
(69).The transition to adulthood is therefore used to evaluate adolescents’ progress—both in
research and in the clinic, as it sheds light into the well-being of the adolescent, providing the
care provider with knowledge to provide quality intervention and psychosocial care. (67, 68, 70).
With the understanding that humans have basic psychological needs, the Self-Determination
Theory (SDT) highlights three needs: autonomy, competence, and relatedness (71). SDT
explained how the need for competence is fulfilled by the experience that one can effectively
bring about desired effects and outcomes, that the need for autonomy involves perceiving that
one’s activities are endorsed by or congruent with the self, and that relatedness pertains to feeling
that one is close and connected to significant others.” (71, 72). Because adults regulate their
behaviour and self-perception on the basis of internal values, the process of internalization is a
critical aspect of children’s development and growth. As such, interventions usually emphasize
the need to address the relations between adolescents and their settings (73). In Western
societies, these internal values are based off of the accepted social role markers for transition into
adulthood is most commonly recognized as completing an education, gaining full-time
employment, moving out of the family home, and reaching parenthood (74). These markers
contrast that with the sets of role markers in non-industrialized societies, where adulthood is
most commonly denoted by marriage (74). As such, adolescence is seen as a dynamic and
interdependent process—the accumulative product of social expectations that are associated with
the normative structure of a given culture. (53,73). PYD supports the notion that the
development and nurturing of relationships experienced in the adolescent’s context helps them
mediate the developmental task of belonging and connectivity to others and construct a confident

and secure identity, which helps ease the transition to adulthood (75,76). Of particular
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importance are peer-directed social interactions; during an average week, adolescents have been
reported to spend close to one-third of normal waking hours talking with peers (77). This
developmental task of connectivity is at risk when peer interaction is limited, such as often
happens to adolescents with chronic pain (77). However, while peers can provide positive
experiences such as accompaniment and a sense of support, peers can also facilitate conformity
to antisocial behaviours such as cheating, stealing, trespassing, disordered eating, and substance
use (78,79). Because of the heavy number of transitions and responsibilities, adolescents are
viewed to be in a chronic state of threatened homeostasis (79,80). Suffering from chronic pain
represents a major source of unpredictability and can therefore further disrupt an already
threatened state of homeostasis. Given the sensitivity associated with adolescence, it is therefore
important to explore the range of challenges that adolescents may face as a result of their pain
and how they navigate it while simultaneously undertaking the task of identity development (73-
77).

Adolescent Identity Development

Central to this period is the emergence of autonomy and empowerment; however, while it
is often described as a period of independence, it is more appropriate to describe it as a period of
change in the balance of dependence—manifested most commonly through the increase of
dependence on their peers, and independence from their guardians (81-83). As such, adolescents
can be described as a time in which one is free to explore psychological characteristics of the
self—who they really are—outside of guardian influence. One of the first to outline adolescent
development is Erik Erikson with his “Stages of Psychosocial Development” model—a
progressive set of eight stages in human development from birth until death (67, 84). He
discussed developmental challenges as binary crises—two forces that the individual must
negotiate before being able to move to the next stage (84). The developmental task he assigned
to adolescents is labelled as identity formation versus identity confusion; if the adolescents do
not successfully form an identity, then he or she may become confused individuals—individuals
who are not sure of who they are and what they like (84). As a result, they were hypothesized to
drift from one career or relationship to another, living a life without a sense of personal
cohesiveness (84). If adolescents are successful in reaching an individual sense of self, then the

adolescent will be able to define themselves—along all dimensions, including academics,
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athletics, appearance, social relations, and moral conduct—in their own terms, with their own
personal beliefs and standards (84,85). Currently, adolescents seem to work through issues
regarding body acceptance; forming mature peer relationships with both sexes; achieving a sex
role; emotional independence and autonomy from parents and other adults; preparation for
joining the workforce; preparation for marriage and family life; as well as achieving socially
desired behavior (67,85, 86). This stage is important as poor self-esteem had been seen to
correlated with negative behaviours that often associated with this age group, such as poor
school performance, substance abuse, cheating, stealing, trespassing, disordered eating, and
substance use (85). As a result, adolescence is often associated with increased risk-taking
behaviours and emotional reactivity (82, 85). However, it is important to understand that these
behaviours are transitory in nature, with most growing up to be responsible, employed, and law-
abiding adults (85).

Chronic Pain and Adolescence

Contrary to popular belief, chronic pain is not exclusive to the adult population.
Approximately 14% of adult sufferers revealed that their current pain is a consequence of
untreated chronic pain during their adolescence (87). Unlike pain experienced in the adult
population, pain in the adolescent population cannot be attributed to the wear and tear associated
with aging. The underlying pathophysiology is often pain arising from (a) idiopathic activation
of peripheral nerve endings, or (b) neuropathic pain resulting from past diseases, epigenetics,
repeated injury, or medical error (87-89). Common symptoms include headaches, abdominal
pain, as well as musculoskeletal and joint pain. While pain may be local to a specific region (e.g.,
abdominal pain), it more commonly affects the entire nervous system, leading to central
sensitization and therefore, the development and maintenance of a new, localized chronic pain
(51, 90). Although most adolescents with chronic pain can effectively manage their condition, an
unfortunate minority become severely disabled (51,87). Because of the ambiguity of chronic
pain, these adolescents are relayed from specialist to specialist—all in the hope that one medical
evaluation, or one diagnostic testing will reveal a physical cause (88). However, as with most
cases of chronic pain, no sound diagnosis can be agreed upon and no treatment course is
planned; for these adolescents, life revolves around the four walls of a hospital consultation

room. It is during this time, known as the diagnostic vacuum, that the adolescent realizes the
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severity of his or her condition (88). Over time, the weight of this experience may lead the
sufferer to develop symptoms of chronic disability, sleep disturbances, and social withdrawal.
(51, 91-96). As such, greater anxiety is a common feature that accompanies chronic pain
presentation (91-96).

Taking this into consideration, it can be understood why adolescents with chronic pain
are seen to suffer from the psychological stress and isolation when compared with their healthy
peers (91-96). The fear avoidance model of pain applies to adolescents as well.
Catastrophizing—referred to in adolescent chronic pain care as “awfulizing” resulting in the
amplification of the significance of pain, feelings of helplessness, as well as rumination,
otherwise known as the anxious preoccupation with pain (90). This, coupled with the normative
challenges of identity formation associated with adolescents prove to be a burden, leading to
externalizing behaviours such as aggression, delinquency, and other maladaptive coping
mechanisms such as drug and substance abuse (91-96). While it is true that higher pain duration
and intensity is associated with poorer functioning, it does not necessarily determine the level of
disability associated with pain (91-96). A range of other factors affect disability, including the
adolescent’s adaptation to chronic pain, their affective state, and specific beliefs about pain (91-
96). As with adults, there are also gender differences in pain perception in the adolescent age
group (97). In-depth interviews performed by Williams et al. in 2000 showed how adolescents
suffering from chronic diseases, such as type 1 diabetes and asthma, projected different gendered
identities. While most girls adjusted to their chronic illness by integrating it into their personal
and social identities, the majority of boys separated themselves from the illness, finding ways to
resist it instead. These observations are in accordance with the stigmatizing impact of
masculinity mentioned earlier (97).

Although current literature provides a base understanding of the impact of chronic pain,
the majority was done quantitatively, where impact is measured through questionnaires and then
coded into statistical data. Moreover, the topics explored would be epidemiological or economic
in nature, such as the national cost burdens of chronic pain, pain prevalence in certain ethic
groups, pain prevalence in relation to demographics, etc. Given the aforementioned psychosocial
burden of chronic pain and its negative affect on the positive transition to adulthood, it is
important that we explore the qualitative meaning and context of pain for the person living with

chronic pain. As mentioned previously, the prevalence of chronic pain had been reported to
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being female-predominant. Little is currently known of how adolescent girls cope with chronic
pain and the kinds of support preferred. The objective, therefore, is to understand the
complexities of chronic pain through the lens and lived experiences of chronic pain these girls
themselves- because only then, can we begin to understand the pain-related beliefs, attitudes that
affect their lives. There are also currently no specific programs to support adolescents suffering
from chronic pain. The knowledge gained from this study can then be used to create social
activities that adolescent girls prefer, feel comfortable attending, and participate in. We purpose
to achieve this through research using open-ended and semi-structured interviews- the process of

which is outlined in the next chapter.
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Chapter Two: The Research Process

Interpretive Phenomenology

While it is true that human science and lived experiences can be studied through statistics
and quantitative assumptions, we should also acknowledge its complexity: every lived
experience is unique and as a result, cannot be captured through a number on a scale, or a series
of yes or no binary questions (98). Phenomenology as a qualitative research approach was
articulated for that very reason—so that researchers can detach themselves from controlled
experimentation protocols and embrace the possibility of anything (99). In essence,
phenomenology as a research approach aims to explore lived experiences from the perspectives
of those who have experienced them (100). In the most basic division, phenomenology can be
branched into two categories: descriptive phenomenology and interpretive phenomenology (99-
102). Simply put, descriptive phenomenology intends to describe a phenomenon as they appear
to the consciousness: the objective is to describe a phenomenon’s general characteristics, not the
individual’s experiences. Having introduced it in the early 20t century, phenomenologist Husserl
believed that it is important to set aside everyday assumptions so that the phenomenon can be
described in its purest form, as it occurred (99). In descriptive phenomenology, objectivity is
crucial, and the researcher is required to restrain, or bracket out previous understandings and
biases (99-103). In its early conception, however, questions were raised as to how researchers
can truly distance, or bracket out their attitudes, prejudices, and beliefs from their findings (103).
As such, a concrete definition of bracketing out was tabled (103). Bracketing out does not mean
reporting blindly, it means being cognizant of the biases that might compete with their findings
and shifting them to the background as to suspend, or reduce as much as possible, their influence
over the findings, so that the findings can be described in its purest form (103).

In interpretative phenomenology, we forego this process of bracketing out and add a layer
of intricacy: our own interpretation. As McConnell-Henry explained, the researcher is not an
isolated entity, but a part of the research itself (99). A core aspect of interpretive phenomenology
is co-constitutionality— the concept that meanings are the result of both the participant’s and the
researchers’ interpretation (99). Interpretative phenomenology is not a rule-bound process, but
the free act of seeing meaning (99). This free act means that analysis can come from any sources

that act to shed light on the individuals’ perception of reality and phenomena—it can be
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presented through language in the traditional form—such as poetry, letters, conversations—or,
through visual mediums such as photography and painting. The only criteria being that it
conveys emotions and speaks to a lived experience (99,100). As the approach gained popularity,
Hans-Georg Gadamer, a contemporary of Heidegger, added scholarship to the approach,
outlining the significance of language in uncovering the notion of experience and existence
(100). According to Gadamer, “a dialogue seeks resolution in a fusion of horizons” (101, 104-
106). Here, horizons are used as a metaphor to represent the dynamic and fluid views and beliefs
inherent in all actors present in the dialogue—the fusion of which, therefore, represent the
different perspectives meeting and forming a new and integrated picture (104). In the process of
acquiring this new horizon, both the researcher and the participant learn to look beyond what is
close at hand—this does not mean that we look away or dismiss the old horizon, we just learn to
see it better (104-106). As Heidegger offered, there is nothing rich or deep about lived
experiences until we as researchers put on our interpretative lens and ask: What is the person
trying to tell me? Am | noticing something that the participants are unaware of? What do their
words tell me about their mental and emotional state? The researcher then, is an instrument that
must achieve “a honed dexterity with language and relationship, tact, discretion, courage, and
timing—enough so that every condition is set for the arrival of good data” (106). To produce this
rich data, one must find a balance between (a) allowing the person to finish and (b) bringing
attention to what seems as the most meaningful, avoiding invitations to counsel or teach and
recognizing critical junctures and curiosity as a means to remain engaged” (106). The guiding
principle of this methodology is, hence, the researcher’s interest in learning about the
participant’s perspective of their world, as well as his or her desire and endeavor in
understanding the complexity and personal implications behind its meanings (107). It is through
this same lens that | will explore the experiences of adolescent girls as they navigate their
journey with chronic pain. The findings in this study are therefore a result of my own
interpretation: they are influenced by my own sensitivity to language and reflect my own

perspective of the dialogue.

Why Interpretive Phenomenology
The purpose of utilizing interpretive phenomenology as a research methodology is to

bring into light and put into textual expressions, the lived experiences of adolescent girls
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suffering from chronic pain. Interpretive Phenomenology is used as it allows the researcher to
explore the meaning of a lived experience as it is presented by his or her participants, rather than
one that is pre-prescribed by existing theoretical conceptions—beneficial especially for an
emotionally heavy topic such as chronic pain. Through interpretive phenomenology, participants
can converse with the knowledge that there simply is, no right or wrong answers. Questions are
open-ended/ semi-structured and sessions are more a conversation than a structured interview.
This puts the participant in a position of control as it allows them the freedom to guide the
conversation in a direction that they perceive best reflects their lived experience, allowing the
researcher with the opportunity to go beyond surface-level description of findings. After all, they
are both the perceiver and spectator of the experiences that | am trying to study (106). The
relatively small and homogenous sample inherent in interpretive phenomenology also allows the
researcher to capture in-depth and concentrated details from a specific subset of individuals (in
this case adolescent girls suffering from chronic pain), therefore ensuring that the findings are as
insightful as can be. In essence, Interpretive Phenomenology returns this experience back to the
participants, with emphasis on the subjective and experiential of the phenomena in study. It is
important that the meaning and context of pain is based off the lens of the sufferer because only
then can we better the development of services for adolescents and their families struggling to
cope with pain. The long-term goal is to liaise with physicians, healthcare providers, allied
researchers, and policy makers to modify, adapt, and improve current adolescent chronic pain
services. This intention makes the narrative and subjective nature of lived experience all the
more important, as it addresses the topic from the perspective of the beneficiaries of the modified

pain services.

Participant Selection and Recruitment

This project does not focus on the underlying pathological cause of pain. Therefore,
chronic pain will be regarded as an umbrella term and refers to any persistent pain that lasted for
a period of longer than 3 months, as defined by the International Association for the Study of
Pain (IASP) (6). Previous studies had noted that females are not only more likely to report
chronic pain, but they are also more likely to demonstrate the highest level of somatization and
depression (36-40, 108-109). This research finding is reflective of what is seen in the patient

roster at the Montreal Children’s Pain clinic, where 75% of the patients are female. Because mild
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associations have been noted between gender and disfunction in chronic pain patients, it was
agreed upon that only female adolescents would be interviewed. This way, we were able to
eliminate gender from becoming a confounding factor. As such, our inclusion criteria were as
follows:

e Female and between 14 to 17 years of age

e Registered patients of the Montreal Children’s Hospital Chronic Pain Management Clinic

e Living with chronic pain for a duration of longer than 3 months, as defined by IASP.

e Comfortable communicating in French or English

The practice of Interpretive Phenomenology relies not on the quantity, but rather on the
quality and dept of meaning and complexity of the interview data. As such, it is not possible to
predict the number of participants needed. Because of the qualitative nature of this study,
quantitative measures such as statistical “power” and representative sampling were not used. Our
participants were recruited to harvest experience, not to collect data for the purpose of re-
producing knowledge, verifying existing literature, gather enough information to reduce or
simplify a topic into themes, or making general claims for a larger population (106, 111). A more
appropriate guideline for qualitative research participant sampling is that the number of
participants should reflect the point at which the researcher reaches data saturation. Saturation is
defined as the point in which adding more participants to the study does not add perspective nor
information (112). By this definition, it can be argued how one participant in a study would be
just as justified—provided of course—that the individual can generate a rich and compelling
account (112). After 8 participants, it was agreed upon that there was sufficient data to generate
the interpretations needed to expand my understanding of the research topic. Recruited from the
MCH CPMC, their pain condition(s) included fibromyalgia, arthritis, back pain, widespread
pain, related disorders, and/or orofacial pain conditions. These participants are all female,
ranging between 14 to 17 years old.

Interpretive phenomenological studies explore a topic or phenomena of interest by
engaging in conversation with participants who can best “speak to”” and enhance the knowledge
of the phenomena (106). My intent was to explore and extend our understanding of their
experiences as adolescents girls living with chronic pain. In this inquiry we chose, through

purposive sampling, adolescent girls who could speak to their experiences of living with chronic
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pain. This type of inquiry cannot be measured or predicted by a number and there is therefore no
appropriate sample size calculation. Originally, my supervisor and | estimated that 6 to 10
participants would need to be interviewed to provide the needed richness of data required for this
particular topic at this level of master’s study and analysis. As mentioned, after the completion of
8 interviews, we felt confident in the richness and depth of our data to cease participant
recruitment.

In the early stages of our project, my colleague Rachel (master’s student) and | would
attend rounds to get a better sense of the patient roster at the Montreal Children’s Chronic Pain
Services. Dr. Pablo Ingelmo, pediatric anesthesiologist and director of the Chronic Pain Services,
along with his research assistant Nada Mohamed, identified participants fitting the inclusion
criteria and introduced the study and asked if they would be willing to hear more about the study
from the research team (myself, fellow master’s student, and / or my supervisor). We were then
introduced to the potential participants, carefully explained the reasons behind the study, and
asked if they would like to participate. If they were willing to participate, we set up an interview

appointment at their convenience.

Data Generation

The semi-structured research interviews occurred one-on-one with individual participants
(and / or their mothers) and myself and fellow master’s student in a mutually agreed upon time
and location. The interviews averaged between 30 minutes to an hour in a quiet location at the
Montreal Children’s Hospital which allowed for time to establish an environment conducive to
the sharing of their experiences. A list of guiding questions was generated from my own
curiosity regarding the topic, as well as, those from the study supervisor and fellow master
student (Rachel Swzimer). However, the wording and sequence of questions were not fixed and
was different for each interviewee to cater towards their personal experiences. It may be noted
that many of the questions in our guide were written as close ended in the consent guide (see
Appendix A, project proposal). However, in the actual interviews themselves, these questions
shifted to more exploratory and open- ended questions that allowed the participants the space to
answer and share their understandings. The questions were open-ended specifically so that my
participants felt a sense of freedom when answering questions, because only then will they be

their authentic self and be comfortable in sharing the raw, sometimes delicate lived experience
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that they had for so long, kept to themselves. Probing and clarifying questions were only
followed if it was understood between Rachel and | that the action will result in a more in-dept
account. Even then, the participant is still given full control in how they choose to answer the
question. The study was conducted in such a manner because as Gadamer asserted, it is by means
of a conversation that we can open and maintain the space for a phenomenon to be engaged
(106,113). The back and forth action of questioning and inquiring allows both the researcher and
the participant to be transformed into a conversation, learning from each other instead of the
researcher merely putting him or herself forward and asserting their individual point of view.
(106, 113).

Interviews were conducted mainly in English. In the case that French was used (*Julie &
Samantha), translation was conducted by my colleague Rachel Swzimer, a native Montreal
resident. Interviews took place between January and April of 2019. The interviews were audio-
recorded and then transcribed verbatim into written text. The written text allowed for a revisit of
the interviews on repeated occasions. | wrote field notes after each interview to capture
contextual details and beginning interpretations. These then accompanied the transcribed
interviews as beginning interpretations. The interviews were audio recorded, transcribed
verbatim, and later, reviewed concurrently with my colleague (Rachel Swzimer) and my

supervisor.

Data Analysis

Data analysis in an interpretive phenomenology inquiry begins at the time of the research
interview (106). This process continues through the transcription process, reading and re-reading of
the transcripts, reflection on the interviews, writing and review of field notes and interpretive
memaos, generation of interpretations, and interpretive writing. This also included meetings to
discuss the findings with my supervisor and fellow master’s student where we discussed our
individual perception of findings. Interpretive phenomenology does not prescribe a strict procedure
in performing data analysis and as such, the process of going from a transcribed interview to an
interpretation of value and resonance that describes and expands our understanding of a phenomena
depends on the interpretation by the researcher—which in turn is affected by how it relates to the
surrounding culture, and what it means to the researcher. An interpretation done by a school teacher

will be different from those performed by a physician, and different from those performed by a
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social worker. Data analysis in a qualitative study, especially interpretative phenomenology, differs
from other approaches mainly because it is divergent in nature, not convergent (106). Rather than
focusing on a single theme, theory, or explanation—as in the likes of searching for protein X that
causes condition Y, or the precise side effects of drug Z—it is about opening up associations that
strengthen the understanding of the topic. This process is what we previously described as the
fusion of horizons; in this study specifically, both the researcher and the participant enter the
conversation with their own horizon, and out of this, both will leave with their own new expanded
horizon of understanding. However, we are not dismissing the old horizons; this interaction (fusion)
is meant to constitute a new conversation, in which the participant’s voice is replaced by text and
then brought back into the world through an interpretation (104,106,113). This process is centered
around an “openness to meaning” which allows me as a researcher to move from an all-too-familiar
(pre-understanding, prejudices, and fore-conceptions), to allow for what is different. It is important
to understand then, that the findings reported in this study will never be a finitude—or what in
quantitative studies would be referred to as a scientific reproducible truth; they are always
provisional and open to alternate interpretations (113).

As previously mentioned, the analysis requires us to ask interpretive questions such as:
What is the person trying to tell me? Am I noticing something that the participants are unaware of?
With every question and every interpretation, what once was unfamiliar, strange, or anomalous, can
be better understood—neither remains unaffected, and both are transformed, fusing the two
horizons together (113). An analogy to represent this analysis process is the peeling of an orange—
the act of which lets us discover the interior patterns or delicate structure that is previously hidden.
Because of the exploratory nature of this study, no rigorous measurement tools or method—such as
category coding, or line-by-line coding—is used. In identifying the “significance,” I depended on
teamwork and collaboration—this supplies rigor as it tests out the worth of my interpretation in
dialogue with others (supervisor and fellow master student). Based on Gadamer’s fusion of horizon
(1957), my supervisor with 20 plus-years of study and research in phenomenology and
hermeneutics, conceptualized and separated the process into 3 steps: deconstruction, interpretation,
and reconstruction. He finds this process useful for his own thinking and research but also to assist
graduate students such as myself to step into the previously unknown and vast world of interpretive

scholarship.
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1)

2)

3)

The deconstruction process refers to the act of reading and re-reading interviews, both
independently and together.

In interpreting our transcript, passages of text linked by a common theme were identified and
grouped into categories that were deemed appropriate in framing patients’ perspectives
around chronic pain. As previously mentioned, we put on our interpretative lens and ask:
What is the person trying to tell me? Am I noticing something that the participants are
unaware of? What do their words tell me about their mental and emotional state? We make
comments on the use of language, of pauses, and of the explicit expression of emotions (e.g.,
tears, laughter). We also note patterns and words used repeatedly throughout the interviews,
as well as contradictions between what participants said in the beginning and at the end of
interview.

The last step is the act of reconstructing. Here, quotes are presented in a way that shows the
relationships and insights collected from the interpretation phase. As discussed in the results
section, | have categorized the results obtained into 3 main themes: “I am Who I am”, “But
What if my Pain is Invisible?”, and “Metamorphosis as an Act of Normalization: There is

More.”

As findings were deconstructed and reconstructed, thorough readings and re-readings of

the transcripts were repeated to ensure that our interpretation remains in context with our

research topic. The constant repetition and review ensured that the data was read thoroughly,

which allowed us to consider different avenues that might have been initially missed and
enhance our understanding of the topic. Literature review from multiple disciplines outside of

chronic pain —such as philosophy and narrative medical journalism were examined to find

meaning in the history, context, and language of the topic. This method of analysis does not

claim to be a source of validation, nor does it serve to confirm that the interpretations presented

in the next chapter is the right one. As such, the findings in the next chapter should not be seen as

a conclusion—but rather, as the recognition of voice and experience, and of human life in the

midst of suffering.
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Trustworthiness of the Research

Madison articulated that the rigour of interpretive research be judged on its coherence,
comprehensiveness, appropriateness, and potential (115); or as explained by Moules, its
credibility and trustworthiness should be judged upon its ability to present a topic in a way where
the researched human experience be understood “from the inside out and the outside in” (106).
This study was intended to be explorative and as such, was performed while embracing the
possibility of anything. As described by Madison, “when we opt for a given interpretive work,
we do not do so because we know it to be true... but because we believe it to be the best...”
(106, 115). By this perspective, we are then true to our work if, “in our rewriting and retellings,
we are able to preserve and take up, in a more meaning-giving way, the greater subtlety of the
“truth of our past” — which, in this case, are the data that we collected and use as base for our
interpretation. Taking up the principles established by Madison (1998), my supervisor and |
centered the veracity of this study around contextuality—making sure that the recognition of
themes and discussions were not written and read in a way outside of the context from which it
emerged from (115). Another is penetration—which refers to the capacity of the work to make
an impact. When presented to the adolescent pain clinic at Montreal Children’s, it was decided
that our findings and patient accounts (which will continue to remain anonymous) will be
reworked and included as part of the continuing medical education credits for physicians.
Another tenet we relied on was comprehensiveness—the understanding that we need to speak to
the topic and dig deeply enough as to expand our understanding of the topic. The
comprehensiveness of my work was thoughtful and extensive, as detailed through repeated audit
trails, journaling, and interpretive notes. In addition to this, my supervisor, who is well versed
and experienced in the topic of chronic pain and interpretative phenomenology reviewed my
work on a weekly basis. This ensured that | had the appropriate feedback I need regarding the

quality of my work and its appropriateness in relation to the research topic.

Ethical Considerations

This research project was submitted to the McGill Research Ethics Board and the
Montreal Children’s Hospital Review Board for approval. Principles of ethical research were
addressed through an ethics review board examination of informed consent of participants,

privacy and confidentiality, conflict of interest, and inclusion in research. The consent form
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(Appendix C) and consent process included an overview of the inquiry, a statement of
commitment to participate in a research interview, an explanation of the voluntary nature of
participation and ability to withdraw consent at any time, and a description of how
confidentiality was addressed throughout the research process.

Per Quebec law, any person below the age of 15 has to obtain the permission of a
caregiver before participating in any research studies. To respect this, the consent form has a
separate line for a caregiver’s signature. The participant provided both an oral and written
consent before participating in the interviews. Two girls (*Myriam & Samantha) arrived with
their mothers for the interview and wished them to be included. This request was honoured, and

both the daughters and mothers signed consent forms.

Consent and Confidentiality

At the time of meeting with potential participants, informed consent was obtained. This
included consent for audiotaping the interviews, as well as for publication and presentation of the
research findings (Appendix C). Transcription work was equally divided between Rachel
Swzimer and I. Translation from French to English, if necessary, was done by Rachel Swzimer, a
native Montreal resident. This was the case for two of our participants (*Julie & Samantha), who
used both English and French during their interviews. Transcription analysis were done together
with Rachel Swzimer and Dr. Richard Hovey. Consent forms were kept in a locked drawer in my
supervisor’s office, and were the only items containing participant names or study ID numbers.
Transcripts, documentation, and field notes related to the research were kept in a locked filing
cabinet. All electronic versions of data were maintained on a password-protected computer. The
audio-recordings were destroyed after being transcribed. The research transcriptions will be
destroyed 7 years after the completion of this research project.

Participants’ names were replaced with aliases in the transcripts. These aliases will also
be used in any future writing or publications. Any direct quotes from transcripts used for
publication will be further screened to limit identifying information that could lend to the
participants’ identification. It is however possible that despite every effort, the participants and
others may recognize the participant’s story if they are to read it. Participants were made aware
of this risk.
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Should a participant decide to withdraw from the study during the interview, it was
agreed upon that the interview would be stopped, and the recording deleted immediately. This

did not happen, and all participant interviews were utilized in our analysis and interpretations.

Potential Harm

While no harm was expected from this research study, measures were taken to prepare
for its possibility should it arise. Should a potential for harm to self or others be revealed, the
participants were informed in the consent form, that the appropriate medical staff be informed. In
our context, we had an on-call psychologist who specializes in adolescent chronic pain, who was
available for consult immediately, if needed. If during or following the interviews, a participant
indicated they were in need of further counseling support, they would have been referred to this
said individual. This was important to plan, especially since participants were entering into
conversations that might be overwhelming or distressing. Recollecting these experiences might
have brought forward uncomfortable emotions, and as such it was necessary for us to be
cognizant of this potential risk. None of the participants indicated, during or following the
interviews, that they were distressed. As such, no further follow-up counseling support was
required. Several participants specified that the opportunity to share their experiences was
helpful in reviewing their values and beliefs regarding their lived experience as a chronic pain
sufferer. Prior research had also noted this, revealing how the opportunity to discuss these
experiences, particularly related to loss and grief, beneficial, helpful, and even cathartic in

dealing with the emotional sequelae (141).
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Chapter Three: Introduction of the Participants

Eight adolescent girls living with chronic pain agreed to participate in this research study,
met the inclusion criteria, and were interviewed. To ensure that their confidentiality is respected,
only relevant data pertaining to their pain description is offered. No medical records were
reviewed and as such, the accuracy of the medical diagnoses mentioned or discussed in this
section cannot be commented upon. The pain intensity, duration, and consequences are
subjective as they are self-reported by the participants interviewed for this study. In addition,
participants were diagnosed, and or, misdiagnosed multiple times before being admitted to the
Montreal Children’s Hospital, adding further complexity to the estimation of said pain intensity
and duration. Based on their accounts however, it can be said that the average duration of pain is
4.5 years, with the most common symptoms being pain in the upper and mid extremity of the
body such as the head, the stomach, and the back. Written in this section are brief introductions
of my participants, something I find necessary to include as it provides the reader with a context
to base the quotes (results) around and understand why | interpret the quotes (results) the way |
did. As this is an interpretative study, the reader can also—if he or she desires—reflect on and
interpret the quotes through their own lens. The upcoming descriptions will provide the materials
for the reader to do so. To protect the privacy of my participants, they are listed under the aliases

of Katie, Amy, Melissa, Myriam, Julie, Helena, Cassey, and Samantha.

Katie

Like most dancers, Katie had suffered from multiple injuries. She was used to the
sensation of minor aches from twisting her ankles and wrist but was by no means prepared for
the pain that she experienced with her knees. At one point she had to rely on a walker. Up until
then, Katie was an accomplished dancer performing competitively with a team. She returned to
dancing after a year of rehabilitation; however, she found that the pain persisted even without
any injuries. She realized then that she was no longer going to be able to perform at the level she
once did and stopped dancing altogether. She had since turned to music and painting, both of
which she referred to as her “bubble of creativity.” She credited her optimistic mindset, which
she had finessed ironically through her experience with chronic pain. Despite the pain, she

expressed her gratefulness and described herself lucky for the support she found in her family
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and understanding group of friends. Katie was tearful towards the end of the interview when she

realized that she had just relived the early days of her diagnosis.

Amy

Amy was born into a life of adventure. Her father is a documentary filmmaker, so she
travels and spends her time abroad several months at a time. She contracted Giardia, a stomach
parasite, while on a canoeing trip. She went to her family physician, only to be sent home
without any diagnostic testing or prescription. When she was finally correctly diagnosed, she
was prescribed two rounds of antibiotics, both of which failed to properly eradicate the infection.
Her late diagnosis, as well as her weakened immune system lead her to contract 2 more parasitic
infections, which eventually lead to a condition known as small intestinal bacterial overgrowth.
The constant trauma left her with abdominal sensitivity and chronic pain, which gets triggered
even with the lightest touch; at her worst, a soft touch was enough to cause her to jerk away.
Amy’s physiotherapist had to gently rub her abdominal area with different textures and fabrics to
re-train her tactility. She is now in a place where she can enjoy her favourite physical activities
with minimal discomfort. Amy is an optimistic individual and as such, is described by the

chronic pain team as the ideal chronic pain patient.

Melissa

Melissa is a soccer player who, before her chronic pain, was playing at the highest level
for her age group. Her dream was to play for the Quebec provincial team. At age 11, she woke
up paralyzed. The physicians at the hospital could not explain her condition—she was told that
she suffered from a lumbar sprain and was sent home. She had trouble walking and for a whole
year, went through rehabilitation to improve her gait. After one year of rehabilitation, she
continued to pursue soccer and tried out for the provincial team Les Jeux de Quebec. She was on
the final roster before being cut due to her sudden onset of chronic pain, which impaired her
ability to run. Melissa also suffers from migraines, which causes her to miss many school days.
Before her migraines, she was an avid saxophone and piano player, often trusted with solos and
featurettes. Melissa was visibly trying to hold her emotions in, trying hard not to appear tearful.
Her mother was present during the interview and spoke up on behalf of her daughter when she

saw that Melissa was too emotional to speak.
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Myriam

Myriam was diagnosed with spondylitis, a hairline fracture on her L4. She suffered from
multiple misdiagnoses, which eventually worsened her condition. She is now on “phase two” of
spondylitis and is unsure of how to help her condition. Her pain is constant and stops her from
participating in sports. Before her pain, Myriam was an active individual, participating in
volleyball and basketball. She had to wear a full body brace for 7 weeks, which affected her
confidence. She admitted that it is harder for her to engage with her friends since they can no
longer participate in volleyball together. She is aware of the many precautions she has to take
just to engage in everyday activities and wishes that she does not have to. She has since started
singing and painting, something that was encouraged by her parents to fill the void left from no
longer being able to participate in physical activities. Her mother was in the room and repeatedly

applauded her for her bravery and perseverance.

Julie

Julie is an athletic adolescent, participating in many sports such as hockey, flag football,
running, and yoga. She had complained of pain on her feet and knees for a while, which caught
the attention of her physician. They suspected that it to be juvenile arthritis, but no testing was
conclusive. This past year in November, the pain spread to her arms and hands, locking them in a
fist position. Despite this, she continues to play hockey. Her coach is very understanding and
helps fit her into her gear. She is maintaining her activities as best as she can, although she
worries that it will be “impossible to play,” since her pain continues to persist despite medical
efforts. She chooses to remain optimistic and credits this mindset from years of playing hockey.
She says that when she is in a good mental state, she plays better. She takes this mindset and
translate it to her everyday life. She is, however, disappointed that she is not able to get a
definitive diagnosis with a management plan. She is very appreciative of her mom, who keeps
her company even when she is at her worst. She wants to let other fellow chronic pain sufferers

know that pain should not stop them from living their best lives.
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Helena

Helena is 17 years old and has been suffering from chronic pain for the past 7 years. Her
pain started after fracturing her ankle. The fracture healed but the pain persisted, gradually
moving up to her knees and wrist. Her musculoskeletal pain is now manageable, but she suffers
from intense migraines and requires a nerve block intervention every few months. Before her
pain, Helena was active in soccer and rugby. She was disappointed when she realized that she
would no longer be able to play rugby. Helena’s dream was to play for the Women’s Irish, which
she qualified for at the age of 16 because of her strength and naturally larger stature. During the
interview, her and her mom repeatedly expressed their frustration over the lack of empathy from
the medical community and her school. Each time she visits the emergency department, she is
told that there is nothing to be done and that she should seek the care of her family physician. In
school, her teachers continue to question the legitimacy of her pain. While she is upset over the
pain that has taken over her body, she said that the experience helped her build a stronger
character. She now stands up for other bullied kids; her dream is to one day be a special

education teacher.

Cassey

Cassey has been dealt a hard card in life. She does not have the best relationship with her
parents and has been living on her own since the age of 14. She was also raped at age 12, which
not only scarred her emotionally, but also left her with chronic pelvic pain. Her pain is
concentrated in the pelvic region but would spread towards her lower back when she sits or stand
for long periods of time. She has also been diagnosed with borderline personality disorder.
Before getting nerve block treatments at the pain clinic, she was not able to attend school or
work on a regular basis. Her co-workers and classmates question her absences and label her as a
“troubled kid.” Cassey admits that she has lost hope in ever being pain-free, but she makes the
constant effort to live each day with a positive mindset. She motivates herself to do her
rehabilitation exercises and practices breathing techniques on a regular basis. She does not yet
have a definitive diagnosis but is grateful of all the treatments that have given her a better quality
of life. She is worried, however, about her upcoming birthday. Being 18 means that she will no

longer qualify for the services that are available at the Montreal Children’s Hospital.
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Samantha

Samantha has been suffering from chronic pain for the past 4 years. She was active in
gymnastics before her pain. She concentrates her efforts in her education but is frustrated as she
has to miss several days at a time because of her chronic pain. Her and her mother are frustrated
over the lack of empathy from her school administration, who does not seem to acknowledge her
pain. She is aware that she has matured quicker because of her pain and shares that she does not
relate to other girls her age. Her sole focus right now is building a positive attitude, getting
better, and being happy. She had recently met with a surgeon who gave her a definitive
diagnosis—one that surgery can potentially fix. As such, she is more motivated than ever to get
better. Samantha was tearful throughout her interview. She understands the sacrifices that her
single mother has made for her and is appreciative of everything that her mother has done for
her. Samantha’s mother was present during the interview and repeatedly expressed how proud

she is of her 15-year old daughter’s perseverance.
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Chapter Four: Findings
I Am who | Say I Am

Individuals living with chronic pain are aware of the limitations inherent in their
prescribed treatments (51, 92-94). Even if they are to receive the best care, their pain cannot be
eliminated—only subtly minimized; as it turns out, our current medical literature is simply not
equipped to provide them with the relief that they seek (79). Attention in chronic pain
management therefore revolves around the psychological and emotional state of the suffering
individual: the greater the optimism, the better the livelihood. Indeed, chronic pain has a
psychological element— dependence on medications and caregivers, anxiety, as well as social
isolation all act in synergy to rob the sufferer of their individuality (92-94). This sense of
interrupted life was well reflected in our interviews; for instance, all of the participants
repeatedly used phrases with negative connotations such as “couldn’t do” and “had to stop” to

voice their loss of autonomy and pessimism.

Well honestly after my chronic pain started, I just didn’t have the motivation to do
anything, my pain got so, so, so bad. I couldn’t work, I couldn’t go see my friends, [
couldn’t do anything. There are things you just can’t do. The pain makes me very tired.”

(Cassey)

Interestingly, instead of describing the personal and unique attributes that made them,
them, the participants centered their self-introduction around their pain. While the hospital
setting and the nature of the interviews might prompt them to react in such a manner, their closed
posture, tearful eyes, as well as their overall feeble demeanor suggest otherwise. They would
start with a brief description of simple demographic factors such as their age and their grade at

school, before giving us a detailed history and trajectory of their pain.

I got my ankle twisted twice, my wrist got twisted, |1 got my knee problem back because I
was walking with the walker and this went on and on for a year. And then after, when
everything was fine, | started doing sports again and | realized that | was still in pain

even though I was okay... She first thought it was arthritis so we went to see a
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rheumatologist and then she said that it was not that so she referred us here. So that’s

when | got my diagnosis of yeah... this is me basically. (Katie)

One participant even started her introduction with this declarative sentence: “/ was
diagnosed with spondylitis. ” Another participant did not remember life outside the confines of
her pain. For her, life seems to be a constant cycle of school, medical appointments, and
emergency room Visits.

I study in college, I study specialized education... I've been coming to this department of

chronic pain for 1.5 years. My pain pretty much started when I was like 12. I don’t really

know what else to say. (Cassey)

It was only when the participants were prompted with keywords such as hobbies or free
time, that they began to give us glimpses of their unique attributes. Even then, the focus was
always on the dichotomy of life before chronic pain, and life after. When pain reached its peak,
some goals became unattainable; as a result, plans were interrupted and goals were dismissed, no
matter how important. For our more athletic participants, the failure to engage competitively in
their sports has detrimental effects—because they no longer meet the athletic standards that they
had previously impose on themselves, they view themselves as less valid, and ultimately, as
flawed and inferior. As a result, they separate themselves into two entities—their actual self and
their ideal self.

Soccer was like my life. | was doing it every day. And when | stopped, I kind of felt empty.

| was in the soccer team going to regionals and | had to stop, and I was this far from

being in Les Jeux de Quebec. | was this close to being in the selection and then | just
couldn’t run anymore so I was cut. (Melissa)
The dichotomy between life before chronic pain and life after was further stressed through the
context in which they use the word normal. When asked how life will change if chronic pain
were to completely disappear, participants replied with the following accounts:

Basically, you know, if I want to go out with my friends, I don 't need to worry about the

fact that am | going to be able to. And, the little stuff like that. Like being a normal

teenager... I've never really been a normal teenager. (Cassey)

Just living like a normal life, like to be able to go out with my friends, to be able to work

(Samantha).
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This sentiment was also echoed by our participants’ parents. When one participant was
asked of the things she have had to give up because of her pain, her mother instantaneously said:
“everything,” mentioning how her daughter can no longer run or jump “like a normal person.”
As seen, these abilities are not exclusive to athletic or musical talents; in fact, they refer to basic
activities of daily living that “people don 't really think about” such as “doing up [one’s] jacket
or taking notes in class. ” (Julie) What was once taken-for -granted now become a bullet point on
a list of abilities to re-learn.

I cannot really write, so I have a computer. And even for my exams it’s just really

difficult cause I can just have a pen in my hand and it’s uncomfortable and so writing is

really difficult. And like I said, stupid stuff that people don 't really think about like
washing your hair, going up and down the stairs, just having to bring some stuff with you
at school like your binders and stuff, I have a backpack because | cannot bring them with
my hands. (Katie)

It is explicit through their accounts that the participants experience pain through the
absence of autonomy. This occurrence is also observed by Hans-Georg Gadamer. In his book
The Enigma of Health, he wrote of how in Germany, doctors will begin a medical consult by
asking “Na, wo fehlt’s denn?”, or “What are you lacking?” Similarly, when one is unwell, one
will say “Es fehlt mir etwas”- literally, “I am lacking in something” (116). For our participants,
the uncertainty surrounding their pain serves as a constant reminder of their current condition,
which in turn leads to insecurity (116). Phenomenologist Havi Carel refers to this phase of one’s
pain experience as the stage of “bodily doubt”, when one starts to mistrust one’s own bodily
capacities and capabilities (117, 118). As a result, anxiety and a sense of doom become frequent
visitors in the participants’ emotional life. One participant highlights the nature of this
psychological distress when she differentiates her pain into two categories: physical and
psychological. This participant has pain so unbearable that she cannot sit down for long periods
of time, yet she attests to how the physical pain is only secondary to the psychological burden
that chronic pain has imposed on her. With a sincere face, she said:

The pain is really unbearable but the psychological pain I get from it is ... it’s crazy.

Sometimes it gets so bad that | would rather die than deal with that. (Cassey)

Another participant said:
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Well, you know, I am focused on what I'm doing but there’s still this little voice in the
back of my head. You know, I have a lot of difficulties shutting down my brain. I simply
cannot. And, ya, so, I am in my own bubble I'm focused but like I said there’s always
going to be this little voice in the back of my head... and like saying “be careful”, “don’t

do it too much, cause you're going to be in pain”’ and I'm like “no, I'm fine, see? I'm

doing it? There’s no pain” like “no, be careful, stop it!” You know, so yea. (Katie)

As | heard, my participants live a life of constant fear and worry: their minds scramble,
and they scramble loudly. A figurative analogy would be the inner gears of manufacturing
machines—constantly grinding to fit together. Their worrying serves as fuel that makes the gears
grind even louder and faster, creating a positive feedback loop that restricts them from adopting a
positive mindset. As suggested by Bury in 1982, chronic pain should not be seen as a mere
assault to the physical body, but as a disruptive event that leads to social disadvantage and
oppression (119). Chronic pain not only disrupts the structures of everyday living, it also
breaches what he refers to as the common sense boundaries (119). These boundaries are what
protects taken-for-granted every day activities such as walking with ease and dressing one’s self;
the inability to perform these routinized activities are what leads one to feel disabled—or as our
participants call themselves, “not normal.”

Husser| described this phenomenon as the loss of practical confidence (118). For context,
let us take into consideration our participant Melissa. In the light of her diagnosis, she starts to
feel deficient. Negative thoughts occupy her mind and she feels as if she will never be able to
play soccer to the level that she was once able to. As a result, the soccer field feels different—if
before it was homelike and dependable, now it is daunting and unpredictable. As a result, her
actions become less spontaneous and her words less fluid and feebler. We can thus observe why
my participants stress their dialogue around the dichotomy of life before chronic pain and life
after; their sense of being “at home” in the world, is now lost. In the words of disability scholar
Liz Crow, “a person’s functional limitations are the root cause of any disadvantages experienced
and these disadvantages can therefore only be rectified by treatment or cure” (120). However, as
we have learned, pain that is chronic in nature cannot necessarily be cured, it can only be
managed. It is exactly for this reason that chronic pain leads to feelings of exclusion, frustration,

and grief. As seen, my participants expressed a sense of interrupted life and repeatedly use
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phrases such as “couldn’t do” and “had to stop” to voice their loss of autonomy, which in turn
leads to feelings of helplessness.

As explained by Brown and Harris, this emotion occurs at the juncture of plans and
purposes, during which the chances of a likely outcome of an event occurring—in this case their
ambitions, become profoundly changed (118). Suddenly, previous ambitions become
unattainable; as a result, plans are interrupted and goals are dismissed, no matter how important
they are to the individual. Through this, my participants were forced to reflect on their transition
from a functional, pain-free body—i.e., a body which passes them by in silence, to one that is in
a state of unexplainable disequilibrium (121,122). It is through this act of hard reflection, as we
will later see, that my participants are able to shift their narrative away from foreclosure—the
idea that one’s life has effectively ended, to that of reconciliation, normalization,

metamorphosis, and new beginnings.

But What If my Pain is Invisible?

The mental switch from foreclosure to normalization occurs during their time of self-
reflection; during this time, our participants reconcile with their condition, adjust to life with pain
and search for new meaning in life. It is also during this time that our participants realized the
need to reach out to family and friends for social support—but what happens when the
individual’s own environment does not support their recovery? The community in which one
situates themselves in is important as it can either act as a) a system of support, or b) a place of
negative judgement and labelling. Unfortunately, there seems to be an impression within the
general public that pain needs to be visibly demonstrated before it is acknowledged. In the
absence of material culture such as a cast, or crutches, pain does not seem to be taken seriously.

As a matter of fact, many of our participants recall being referred to as “lazy” by their peers.

When you look at my physically you can’t tell that I have issues like [ don’t have a cast
on, I don’t have a concussion that I know about, so they kind of like ohhh... she is one of
those girls who is trying to avoid activity with like saying she is on her menstruation
cycle or she has a headache or something like that ummmm... and I try to explain to them
no, I have chronic pain but it’s kind of like a really long explanation they don’t really

understand what is happening. (Amy)
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On the other hand, her friend who embodies the physical representation of what it means to be

ill, receives better understanding from her peers.

One of my best friends Maggie, she tore her ACL and so it was a major operation to get it
all back together it was a torn meniscus and torn ACL. So she is gone through like a lot
so she can’t participate in gym either unless she like wears a great big brace which she

sometimes does, so they are all very understanding and very knowledgeable. (Amy)

This attitude is unfortunately also carried by school professionals. One participant
mentioned how her teachers had accused her of faking her pain in order to skip a class. It was not
until the teacher saw the participant’s hand swell up before her very eyes that she finally believed
her.

They don’t see the physical, if they don’’t see it, there is no pain, so the one day, she kept

telling them, my wrist is really sore but they wouldn 't let her leave her, and then one day,

the teacher came and her arm and wrist were swollen and she dropped her bag and she
was like oooh you are really right eh... unless they see the physical, the don’t believe
it...her teacher is telling her well we know you are doing it cause she doesn’t like shop so

no I am doing it a because I don’t want to be here yes and because I am in pain. (Helena)

It does not help that they are the subject of other’s gaze and conversation. Often times,
participants would hear questions such as “what is that”, “why are you like that”, or “why

’

aren’t you in a hospital,” and “why are you here,” and even piercing orders such as “go home.’

Yea but people don’t understand. Now I can go up the stairs but limping, | go slowly.

Sometimes people ask me what | am doing and I just say oh I hurt my foot. (Samantha)

She even mentioned how she is grateful to be enrolled in a small school.

Everyone knows each other- 7 think it’s better because there are fewer people, fewer
people that | need to explain myself to. If | was in a regular school with 1000 people, it

would be harder...more people looking and asking questions. (Samantha)
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School, a place intended to shape its students’ characters and instill positive values such

as curiosity, achievement, benevolence, and citizenship, ends up being a place of judgement and
labelling.

All the time, they were always asking for notes, they were always wondering why | was
skipping school. They thought that I was just like a troubled kid and didn’t want to go to
school, but it’s just that honestly when my pain got so bad I was going in and out of
emergency, | had appointments here, | was missing school like 3-4 times a week, | would
literally go one time a week. It was really hard because NO ONE understood. Even when
| tried to sit down and explain it, no one understand. Well not that no one really cared
but that no one really understood. (Cassey)

One participant was even called in to the Principal’s office for questioning despite handing him a

doctor’s note at the beginning of the year.

He is like I heard that you have been skipping class | am like what and he is like you have
been skipping class like no I haven't, yea you have to go down to the guidance
counsellor. 7 am like no that’s because of my pain. And he is like ok you are going to

need a doctor ’s note and | was like you already have a doctor’s note but I will go get you
another one specifically saying like every once in a while I will have to skip 15 minutes.
So I mean it’s not as obvious as like broken foot where like of course you can leave 5

minutes before class to get to your next class so you don’t to have to hustle of the
hallways. (Amy)

Heartbroken and tearful, one participant told us of the message she wishes to convey to
her school board:

Take psychological effect seriously because one day ...people habituate to living with
chronic pain like anything else, like now | am habituated to living with a 9/10. So I can
seem fine but don’t think that if this happens during an exam that I don’t feel good that
you should not believe me and that I just don’t want to write the test. (Julie)
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This is why it is important to acknowledge the environment that our participants are in.
Relationships of any kind—even short-lived, every day interactions—can serve to mold one’s
experience and attitudes (37). Unfortunately, this lack of empathy is also present within the
medical community. Below is an account of a participant who was told that her pain was “just a
concussion.” Her voice was neglected, and concussion became an easy response by her medical

professional—a default diagnosis.

They thought it was a concussion because | had a little shot from a snowball to my head
and they said — this is it, it’s that. But it lasted 3 months so for a snowball...like all the
doctors kept saying it must be a concussion, but it was a snowball, there was no ice in it.
It was just snow on my head and I didn’t feel any pain, but it started only a half hour
after it, the same day so they said this is it. And then they stopped — | felt like they stopped

— looking for other things. (Melissa)

Like the emergency as soon as we say that we deal with chronic pain, they stop treating
us, they tell us to go home, go talk to your family doctor that was it that was all same
thing, you have chronic pain, deal with them don’t deal with us, we cannot do anything

for you. (Helena)

Unfortunately, this negligence is helping perpetuate the already dangerous opioid epidemic

currently sweeping the nation.

You know her doctor tried to put her on Amorcet, which could have killed her. As soon as
| brought it to Jean Coutou [pharmacy] they were like yea we are not going to give her
any of that that’s very dangerous of her. They give her morphine and then the chronic
pain doctors were like no never always see us before you try any new medication because

we are the ones that have to help. (Helena'’s mother)

The negligence associated with the adult side of chronic pain care is well acknowledged amongst

our participants. In fact, a pressing concern across our participants is having to leave behind the
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multidisciplinary care they are currently receiving at the Montreal Children’s Hospital when they
finally turn 18 years of age.

1t’s kind of scary because ['ve been coming here my whole life pretty much and all of
sudden they find my pain, they find what the problem is, they treat me, they help me, and
now it’s going to completely go away, and it’s going to go to the adult side. And that
really freaks me out because I don’t know if they are going to understand me the way that

Dr. Ingelmo did. (Cassey)

As previously discussed, the barriers to successful chronic pain outcome is the
organization and administration of chronic pain care itself, which is largely based around
the traditional model of acute care (45,46). A 2011 report on personalized pain therapy reported
that only 32.5% of Canadian medical students receive an average of only 16 hours of formal
instruction on chronic pain; up to this day, minimal to no changes have been made to better cater
the chronic pain in Canada (123). A 2017 report looking at content analysis of chronic pain
content in across 3 medical schools in Ontario reported how one school’s medical curricula tend
to include pain as a symptom of other diseases and therefore spread pain content across the
curriculum in general required courses such as pharmacology, neuroanatomy, and
neurophysiology, resulting in an inefficient education of the content, such that pain content has
no “home” (123). All three curricula were found to contain negative pain beliefs that characterize
pain patients as difficult, overwhelming, and unrewarding to work with (123). In fact, two of the
three medical schools studied here do not have a pain curriculum (123). A recent article
addressing the chronic pain crisis in Canada mentioned how veterinary schools in Canada
provided six times the number of hours of pain-management training than in medical and nursing
schools (123). Unfortunately, this negligence may be contributing to the opioid epidemic
(124,125). Every day in Canada, 11 people die of an opioid overdose, most of which are a result
of the increasing misuse of opioid prescription (126). Indeed, our health care system here in
Canada is not designed to treat chronicity; it is specialty driven, meant to manage crises such as
organ transplants and motor vehicle traumas, leaving millions living with complex chronic pain
illnesses and multiple comorbidities to suffer in silence (127,128). What remains invisible to

others continue to overwhelm, eventually leading to feelings of helplessness. chronic pain as
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such can be regarded as a critical situation—a form of body alienation or betrayal, requiring the
individual to rethink their own biography (129). Accordingly, if we are to peek into the minds of
an individual suffering from chronic pain, we would see a disrupted explanatory framework,
with questions such as “why me?” or “why now” repeated over and through—questions of
which, have no sound explanation, especially given the uncertainty and ambiguous nature of
chronic pain. The combination of diagnostic vacuum and everyday reminder of their
deteriorating body eventually forces the individual to accept their condition and learn how to
tolerate and put up with the effects of chronic pain. The next chapter will explore this process of

normalizing—or as | view it the act of metamorphosis.

Normalizing as an Act of Metamorphosis: There is More

Contrary to current developmental literature, the transition into adulthood in adolescents
living with chronic pain is not delayed, it is streamlined and enhanced (92). This is in part due to
the fortitude they gained as an outcome of their adaptation efforts. As mentioned, the current
healthcare system is not yet able to rightfully serve our participants; for the most part, our
participants are left to take on their own burden of care (127,128). In doing this, our participants
have to engage in a steep learning curve. While their peers are “learning how to deal with
emotions and relationships and this and that,” (Myriam) they had to learned how to
communicate with health care professionals, find coping mechanisms to manage unexplainable
pain flare ups, and fight for equality and proper accommodations at school. The pressure they put
on themselves to achieve recovery milestones and perform tasks eventually lead to pressure and

a sense of urgency. Frantically Myriam recalled:
[I am] trying to figure out what | have exactly. Because it was kind of stressful. You
know, you're in pain and you 're like can I do things? Can I not do things? What can |

do? Is there something? (Myriam)

Because of this sense of urgency, my participants view other activities associated with

adolescence as “superficial,” referring to makeup as “stupid things.”
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Well 1 just skipped that whole superficial phase where | am material and wear a lot of
makeup. All my friends are kind of going through it and I'm not just — like those are not
necessary. You know? You do not need them to survive. Foster personal growth faster.
And so | think that I am more mature and that | got mature way faster because of that
and it’s kind of said because it’s not like I had the choice. It’s not like I was like “I want

to be an adult” it’s like — there, and just be an adult, and just be more mature. (Katie)

This enhanced maturity is also acknowledged by several mothers:

Listen she is brave, umm, she has got a strong character | means she has been through
thick and thin misdiagnosed with something else at another hospital that’s why we are
not there anymore... and there were big repercussions to that you know and she came
through and she was like going on and on you know and she still you know ... she is a
strong character thankfully because umm ...you know and dealing on a daily basis with
all the issues at school... you know wearing that brace like you said, it takes a toll on

your confidence ... you know and your emotional... you know. (Myriam’s mother)

1 think it’s more an example of the person she is at 15 years old. I'm so proud because
[emotional and crying] a lot of teenagers who have chronic pain that we cannot see or
talk about, they don’t cope with it well. And yes, we are going to cry like this about it but
| am so proud that she is doing good in school, she has friends, but she copes with that
pain for 4 years... And sometimes | feel like | cannot help her, I'm doing my best, and
that’s it. But I'm proud. We can say I have a teenager here that copes with a lot - for 4
years - with the pain that she is still going through and she doesn’t have dark thoughts
that you can see from other people, she doesn 't do drugs... (Samantha’s mother)

Unfortunately, this can lead to a sense of entitlement—while my participants do not mean to
dismiss the pain of others, living with chronic pain has led some to be more intolerant towards
other’s behaviours. Katie mentioned how it “bothers” her that her friends find satisfaction in
taking “selfies,” emphasizing several times over the course of the interview that it is “not an

important thing” in life. In short, others’ interests—and even problems, are seen to be less
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pressing and unworthy of attention. Below is an account of a Samantha who uses the word

“complainer” 10 separate herself from her peers.

...More mature than other people my age... like if they have a hurt arm because of a
bruise they are always complaining. I am not complaining about my feet because I'm not

a complainer. But others do. (Samantha)

Similarly, Cassey shared that she views her peers as immature:

Like I feel, honestly like when 1 look at other high school kids like especially back then 1
feel like they are immature 5-year old and I felt like | have the mindset of a 40-year old
with like 3 kids. (Cassey)

However, despite this perceived sense of entitlement, our participants seem to show no
signs of attention seeking behaviour. One participant encapsulated it best when she said: “I am
here trying to figure out how to help myself. ” In essence, they have “no choice” but to build a
new ideal self and morph into it. This was evident throughout the interviews during which |
saw—Iive, the concept of normalizing in action. As defined in health literature, normalizing is
the ability to integrate something into one’s daily lives, making that one entity a new part of
themselves. The act of normalizing is well acknowledged by philosopher Georg Friedrich Hegel,
who describes it as the natural human desire to be at home with themselves—free of anxiety and
secure from threats of danger (116). In my participant’s case, normalizing and accepting their
condition is an act of breaking open from what is oppressive and constricting. This need to
morph seems to be propelled by the imagery of a full life ahead—the idea that there is more to
life than their current state. One participant was even seen to be aggressive with herself,

presenting her choices as an ultimatum:

Well it was basically like, that’s how things are, there’s nothing you can do about it. So
what you can control, try to control it the best way you can and how you want to control
it. You know? Because my pain — | cannot control my pain. I control what | do and how |
deal with it. (Julie)
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For my participants, it is the prospect of an unfulfilled life—and not their pain, that poses the

most difficult challenge.

Yea | mean | kind of just have to move on with my pain, like I am not going to mope about
it, it is what it is, | am going to try and get better, | want to get better there is stuff I want

to do, things | want to see. (Amy)

There is a lot of things that I like I plan my future you know, like I have to start college
soon like right after so like it’s harder to think like what could I do and what do | want to
do and like I don’t know like obviously career wise like a big thing do I want to stay here
do I want to move out, it’s a big thing cause that limits a bit because I want to explore
more like I want to figure out the future more and like figure more of the world to know

what | want to do. (Myriam)

| am like panicking about my future | am like OMG cause since it’s like pelvic pain, I am
telling myself maybe [ won 't have kids you know like it just, it just brought my mindset to

a very dark place. (Cassey)

In realizing this, my participants seem to adopt a strategy known in psychology as stress
inoculation, in which individuals deliberately take on increasingly difficult challenges so that
they can gradually learn to handle higher levels of stress—even if it means having to find
comfort in the discomfort (130). As explained by German philosopher Friedrich Nietzsche, “He
who has a why to live for can bear almost any how” (131)._For our participants, stress inoculation
seems to be synonymous with exploring the limits of their new body, which they seem to
seamlessly integrate into their everyday lives. For example, instead of passively walking her dog,
one participant made it into an exercise that would promote active recovery. While there is no
guarantee for complete recovery, our participant is able to feel more confident in her ability to

manage her pain, which results in a new more positive mindset.

I am running but maybe iz’s for 9-12 seconds and then | stop but like congratulate my

dog and then its break and then we will do it again so like | am doing things that will
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hopefully accustom my stomach so it’s been getting better and | have more tolerance |

can do more stuff I have had less bad days. (Amy)

This new positive mindset presents my participants with a new sense of hope and is well
reflected through their healthy lifestyle—which excludes smoking and the recreational use of
dangerous substances. One participant confirmed this principle when she said: “I know that I
was obligated to have a better life, so | started sleeping good, drinking more water, doing
exercise” (Samantha). One parent mentioned just how proud she is of her daughter for not

engaging in drug use, even when she is surrounded by influence.

Do you know how many people | know tell her to smoke a joint like migraines will go
away my brother too my brother is straight up let her smoke a joint...like I brag because

she is a good kid. (Helena’s mother)

Another component of metamorphosis is finding replacement activities to fill the void left
by earlier activities. Most rely on art as a form of cathartic relief (132,133). Through singing,
photography, and painting, our participants are able to transport themselves to their own
“bubble”—a safe refuge where they can organically express their emotions and channel their
ideal self. Here the ideal self is given a new definition: it is no longer about achieving prestige in

their chosen field, it is about being at peace with their limitations and marching on.

When I listen to music | get into my own bubble and | just go with the music. | sing the
lyrics and | move my body to the music and it just helps me to get my mind off the pain.

And same with painting. | get into my own bubble of creativity and | just go. (Katie)
If in the beginning of the interview my participants struggled to describe what is normal and

what is not. For many however as they spoke they seemed to move into language that revealed

an active process of reconciling with their situation.
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| was playing to go really high in soccer and to go farther. | wanted to do that with my
life... so at first, it was really hard—that’s for sure—but right now it’s kind of okay. I got

used to it. (Melissa)

...it would be really cool if I could start dancing again, but I don’t need it. (Katie)

However, while the phrases “but right now it’s kind of okay” and “I don 't need it” indicate that
they are in the ongoing process of practicing acceptance, this process is not without its own set of
struggles. No matter their effort, troubled thoughts seem to repeatedly surface. In talking about

the functionality of her hands, Julie mentioned:

Sometimes it works, sometimes not... but it’s certain that if ['m like this then it’s

impossible to play [sport]. (Julie)

Many of my participants are constantly reminded of their limitations, both at their chosen sports:
I’'m definitely disappointed because it’s sad because it’s our game and I’'m the goalie. I'll
still stay there and practice with my team but I’ll be disappointed. But | know that being
negative will just make it worse so | try to be the most positive | can be. (Julie)

As well as during activities meant for relaxation, resulting in the constant interrogation of self:
Even if I take baths, it relaxes not my hands but the rest of my body. (Julie)

As a result, they are in a constant state of flux: their hopes sit side by side with their

disappointment and frustration. While Melissa mentioned being okay and getting used to her

condition, she admitted how playing soccer professionally is still in the back of her mind.

| told myself that if maybe I get better maybe | can get back and continue and still follow

my dreams. (Melissa)
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What is distressing to see is how this participant chooses to cope with her situation during this
state of despair. While most people make excuses to get out of doing things they do not want to
do, Melissa makes excuses to get out of doing things she wants to do, proclaiming that her

dreams are no longer valid, since “all the [soccer] teams of Quebec are already formed.”

One of the ways in which adolescents counter this flux is by practicing downward social
comparison—a process in which one compares their own situation to a worse outcome, therefore

perceiving themselves as having better off circumstances.

When I couldn’t walk, I was thinking well some people have cancer. I'm not about to die.

| have nothing to complain about. (Samantha)

One participant shared how she repeats mantras such as “I am blessed to have a house, a
loving mom, clothes” repeating throughout the interview, “I am not good but I'm better than
some people. ” Effort is therefore concentrated on staying positive and fighting the urge to “get

all sad”

Well | tell myself if I —well not depression — but if I let myself get all sad and just go to
the negative side, | think it will just be worse. So, | don’t think it’s easy every day but I'll
try to see the positive side and just smile... it’s better for me because in anything I do, the

mental state is very important. (Samantha)

We can read Samantha’s struggle in choosing the right word to describe her mental state: it is
explicit that she had meant to use the word depression, but chooses to pause, and then restructure
her sentence to exclude the word. From this, we can understand how those with chronic pain are
not faking being sick—they are faking being well. One participant mentioned how she does not
necessarily show it when she is “out and about” but cries behind closed doors. This sense of
helplessness is also shown by a mother, who expressed the heartache she has over seeing her

daughter crying, saying how “/she] can’t handle it no more.” (Samantha’s mother)

For sure | sometimes have pain at 9-9.5 but I don’t have a face that says that it’s 9-9.5.

Sometimes I'm scared the doctors will doubt what I say but that’s not my goal —my goal
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is just to be honest so we get to the right diagnosis. I don’t want to lie so that they realize

how badly I feel so that they give me medications. (Samantha)

| really lash out | get intense anxiety cause | am always saying to myself like OMG | am
going to come to the emergency it’s going to get worst, like omg its full like anxiety, and 1
lash out at him, | lash out at everyday cause I really don’t know what to do you know, he
is trying to help me, but I like I just him to leave me alone because | am like panicking, |
am like screaming at him at the same time trying to manage my pain. I honestly lash out

and anxiety is like the number one thing that | feel in those moments. (Cassey)

While negative emotions are natural in the face of adversity, my participants are aware of
the consequences dwelling on the past can have on their lives. This can be reflected in how they
feel about their support group. Instead of helping them move forward, it served to reaffirm their

struggle.

The only thing they do is they describe your past, talk about your emotions, how to
survive them. But that won'’t help because they only talk about the negative side.

(Samantha)

This seems to be noticed by several mothers as well, who mentioned:

This is why she left the other group, because they are like when you are in pain does it
want to make you hurt yourself to stop the pain and she is like no cause then | am going

to have more pain. (Samantha’s mother)

I know right that’s why she stopped the other one, now she is like seeing her 1 on 1 so it’s
not so depressing on her. like one time they asked her, like are you depressed, and she is
like what does that mean, she is 17 years old, she doesn’t know what it is to be a

depressed kid. (Cassey’s mother)
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While there are many negatives associated with chronic pain, there seems to also be positives.
One participant even credited her pain experience in helping her “build” for life that “isn
always easy. ” (Samantha). Once they are able to move past the grief of living with chronic pain,
our participants are seen to shift their attention towards a greater good. Although they are not yet
experts in the management of their own pain, they are aware that their lived experience can help
others in ways that health professionals might not be able to. The reality that they have
experienced pain themselves gave them an intuitive empathy for the suffering of others, as well
as the emotional credibility to help. This concept was acknowledged by Hans-Georg Gadamer.
In his book The Enigma of Health, he argued how it would be an act of misinterpretation to look
at the concept of illness solely through the standpoint of scientific medicine—instead, we should

include within our rhetoric the patient’s own self- understanding (116).

|¢’s like for someone who never plays hockey and then me who is a goalie, there will be
that difference... and that difference in understanding so for sure it would help make
friends, help us discuss. We 're not specialists but we re almost like psychologists in what

we live so it could be good. (Julie)

Their pain it seems, has called them to move from a life of pity and doubt to a life of
advocacy and activism. At a broader level, what chronic pain established in them was the pursuit
of significance. It is no longer about sharing chronic pain health facts, it is about adolescents
making a commitment to stand together and take charge of their health, as well as the health of
those in similar circumstances. It is interesting that helping others have long been recognized for
its therapeutic benefits. By helping others, they are replacing negative emotional states with the
positive state, also known as the “Helper’s High” (134,134). This sentiment relates to the Self-
Determination Theory, which mentions the intrinsic need for competence and relatedness, both

of which can be actualized through sharing and helping others (136).

So this changed my perspective in a way where | know that everyone that they are living
their own things and if anyone is asking for help in any way, if I can help them, I am
going to. Because | know that if I ask someone for help | would LOVE for them to help

me. (Katie)
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As may have been realized, this positive attitude is in far contrast from the attitude shown
at the beginning of the interviews. | previously highlighted the narrative foreclosure that is
inherent in our participants’ dialogue; dependency on caretakers and the abrupt change in their
career trajectory seems to be the source of anxiety (137). This took over their thought process,
resulting in further doubts surrounding their future. However, it was also through this reflection
that my participants were prompted to change their attitude, re-interpret their condition, and
morph into a new self. To understand this, we can look at the Self-Discrepancy Theory. The
Self-Discrepancy Theory explains that the self is made of three parts: the actual self, as defined
by our self-concept; our ideal self, the person we would like to be, and our ought self, what
others think we should be (71,72,138). The less gap there are between the three selves, the higher
the individual’s self-esteem. In the case of my participants, the act of normalizing serves as a
way to re-establishing a sense of connection between these three selves (71,72,138). Closing this
gap leads our participants to have a sense of homecoming, which as Hegel described, is a state of
mind where the individual is free of anxiety and secure from perceived threats of danger (116).
My participants achieve this by shifting their locus of control—if in the beginning they had an
external locus of control, where they feel as if the outcome of their lives was beyond their
control, now, they possess an internal locus of control where they believe that they have the
power to control their own fate (139). As previously discussed, my participants did this by
normalizing rehab exercises and integrating them into their daily lives—making it a part of their
lives, and therefore, slowly integrating their three selves together. This fusion of selves lead to
what Husserl defines as “open uncertainty”” (118) In this mindset, the individual will earnestly
package an outcome in positive circumstances (118). For example, when predicting an event,
one will declare “xyz can happen,” or “xyz will happen”. This was why it is important for our
participants to create their own “bubble”— fundamentally, it is in this safe space that they are
able to adopt this same sense of open uncertainty. Here, my participants are able to bracket off
the impact of illness, so that its effects remain relatively slight (116). This is in contrary to
“problematic uncertainty.” As the name suggest, in this mindset events and outcomes are
packaged in negative circumstances (118); when predicting an event, the said individual will
instead say: “xyz might not occur,” or that “xyz will never occur” (118).

As seen my participants still shuffle between these two mindsets. While some might

perceive this as an act of catastrophizing or blame it on the lack of fortitude, Husserl contended
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otherwise. He argued how as humans, we cannot—and do not have the ability to separate the
present from the past. This is because the actual experience of a moment is a combination of
“retention”— the retained, present experiences that has just passed, and “protention”—an
anticipated future event that flowed out of said previous event (118). They act in synergy and are
therefore not mutually exclusive. Take for example, the act of listening to a melody. The present
note is simply inseparable from the previous note; the previous note readies listeners to the next
note and the next note originates from the first (118). Acknowledging this, it becomes
understandable then how my participants are in always in a constant state of flux. They are
always in the state of searching and acknowledge there is more to their lives than their diagnosis

of chronic pain. There is more than their current experience of pain.
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Chapter Five: Concluding Thoughts

Considerations

The primary focus of this study is to explore the meaning and lived experiences of
adolescent girls living with chronic pain. As such, the results of this study depend not on Likert
scales or darkened circles from yes or no binary questionnaires, but on the voluntary insight
given to me by real adolescent chronic pain sufferers. By default, my participants are those who
have had the time to reflect on their condition and are comfortable enough to talk about their
pain. They are in essence, what we can refer to as stable patients. While still in constant pain, my
participants are able to attend school, socialize, attend to their hobbies, and participate in light to
moderate physical activities; their pain is—at least for now, manageable. My participants are
also a distinct cohort because of all the services available to them at the multidisciplinary Pain
Clinic at the Montreal Children’s Hospital. By being a patient registered under the Pain Clinic,
they have access to psychology sessions, physiotherapy, analgesic nerve blocks, and meticulous
consultations that together span hours. While these services are necessary, they are also
privileges not commonly available to others also suffering from chronic pain. The coping
mechanisms and thought processes highlighted in this study are therefore by no means a
reflection of all adolescents suffering from chronic pain. Another factor to consider is gender.
Mild associations have been noted between gender and disfunction in chronic pain patients; the
enculturation of masculinity had been noted previously to result in boys and men alike to be
reluctant in seek medical services and engage in negative coping mechanisms (41). The results
may therefore be vastly different if we are to include males into the study. What we can
appreciate however, is the raw and unfiltered insight into the lived experiences that adolescents

in our pain community attach to their illness.

Findings Summary

The Findings obtained from this study can be identified as 3 themes: “I am who I say I am”, “But
What If my Pain is Invisible?” and “Normalizing as an Act of Metamorphosis: There is More”.
As seen in the narratives presented, my participants are at the junction of two worlds; if before
they are in control of their environment, now, they are under control. The trajectory of their days
and lives, at least through their eyes, are dictated by the pain that has infiltrated their bodies. A
sense of interrupted life is inherent in their dialogue; they feel disabled, not able, not normal, and

not at home. In this phase of “bodily doubt”, my participants start to mistrust their own bodily
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capacities and capabilities; as such, their internal narrative become hostile and damaging
(116,118,139). In their eyes, their life has ended and in essence, is under foreclosure. But their
strength proved to be formidable as it was in the midst of their mental chaos that they were able
to find the strength to morph.

This metamorphosis was propelled by the imagery of a full life ahead and the great
potential that is inherent in each of them. During this time, our participants reconcile with their
condition, adjust to life with pain and search for new meaning in life. This new positive mindset
is well reflected in their lifestyle; with a new sense of hope, our participants seamlessly integrate
active recovery into their everyday lives, shy away from dangerous substances, actively manage
their mental health and emotions, and engage in positive cathartic relief. In the process, they
were able to create their own bubble, a safe refuge where they can organically express their

emotions and channel their ideal self.

Knowledge Translation Plan

While chronic pain had brought anguish and despair, it was also their pain experience
that propelled our participants into a life of advocacy and activism. Living with pain it seems,
has gifted them with intuitive empathy for the suffering of others, as well as the emotional
credibility to help. The next step then is to work bottom-up, alongside our participants to
improve and build safe and evidence-based services. Taking into consideration our participant’s
insight, | have laid out two practical proposals: a) the addition of a word-bank in the pre-
appointment questionnaires to bridge patient-physician vocabulary gap and b) the development
of a community bubble—a safe space for themselves and others to share their unique
experiences, become less isolated and experience true belonging.

As seen, the current landscape of Canadian Chronic Pain care is at best fragmented and
inefficient. Care is still grounded on negative stigma, with physicians questioning their patient’s
pain claims. Our participants are made to feel flawed and inadequate, which eventually made
them doubt their own pain. This, alongside with their inability to accurately describe their pain
acts as a double edge sword—resulting in superficial attention and care. Unintentionally, both
parties encourage the “wait and see” approach, which further prolongs the time between
the initial diagnosis and treatment initiation. | propose that we consider the current pre-
appointment questionnaires in clinics as an area in need of improvement. Currently, most pre-

appointment questionnaires depend on quantitative measures such as the Likert scale and
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reductionist yes or no, binary questions. In the case of chronic pain where disease etiology is
uncertain, the more accurate the description, the better. Incorporating a word bank will allow our
participants to better describe their pain and allow for greater recognition by the medical
community—because in truth, there are tremendous differences between a 7/10 pain that is dull
and constant, and a 7/10 pain that is searing, but intermittent. From the physician’s perspective, it
will help them research their patient’s condition and facilitate conversations between themselves,
before the actual appointment. In essence, this gives them the ability to compare similar cases,
estimate disease trajectory, focus on specific symptoms, and approach the problem in the best
way they know how to. From the patient’s perspectives, being exposed to these vocabularies will
give them a mental vocabulary bank that they can use in unexpected cases of pain flare ups,
which will hopefully lead to better care and attention in emergency departments and walk-in
clinics.

Another area of concern is the current support group model of talk, which evidently does

not resonate strongly with our participants. In the words of one my participant’s:

The other people it was their first time seeing a psychologist, but not me - it’s been 3
years that I've been though that so I am better. And they are not good. And me, I think if [
had this in the beginning it may have helped but now | am better. People are like why is
she here, she is positive. They say “say an emotion” and I say “happy” because I will
think positive. And they are like “no, no, think another emotion, not happy” and I'm like
why? People were just telling bad stories and I'm like WHY am | here. (Samantha)

The primary intention of a support group is exactly as the name implies: support. However, if the
discussion centers around the negatives and life before chronic pain—something they themselves
are trying to shift away from, then instead of connecting and regaining a balanced social and
personal life like it is intended to, the support group may actually serve to reaffirm their struggle.
One way to overcome this is by creating programs that gives the ability to “talk-sideways”, or
“horizontally,” as if on a soccer field, or a dance team where camaraderie is needed. We can
achieve this by letting them engage in a secondary activity during their support meetings. These
activities do not have to be educational in nature; an emerging area of interest amongst chronic

pain patients is complementary and alternative medicine (CAM), which involves non-
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pharmacological approaches such as cathartic narrative through art and music, mindfulness, and
overall lifestyle changes (50). Engaging in a secondary activity will let them a) focus at the task
at hand, therefore minimizing the mental capacity for rumination and b) the time, space, and
opportunity to share narratives, coping mechanisms, and collaborative problem-solving skills—
just as they would in a support group. In essence, it mimics the effects of a community bubble—
a safe space for themselves and others to become less isolated, experience true belonging and

finally, feel at home.
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Background and study rationale:

According to the Institute for Chronic Pain, chronic pain (CP) is defined and distinct
from acute pain in that it occurs for longer than three months and persists independently of the
already-healed underlying injury or illness (1). Unlike most musculoskeletal injuries, CP is
invisible and often there is no timeline for recovery, yet the seriousness of the physical and
psychological implications of chronic pain are as serious and life-altering as those of other
musculoskeletal injuries. Research conducted on CP patients indicated that longer pain duration
is associated with increased depression (2) and that clinically depressed subjects differ from
healthy peers in terms of enhanced catastrophizing tendencies and greater perceived disability

3).

These attributes of CP pose limitations for those living with CP who cannot return to
their regular lifestyle and the invisibility of CP challenges medical practitioners who are trained
to measure and treat conditions. In terms of the devastating effects associated with CP, there is
clinical research suggesting that up to 85% of CP patients are affected by severe depression and
that psychological symptoms affiliated with CP include depression, isolation, and anxiety (4).
And, a systematic review of brain changes in CP patients studied using magnetic resonance
imaging (MRI) provides medical support for these effects given that CP patients display
alterations in brain regions involved in both pain processing (pain catastrophizing and attention
to pain) and sensory and cognitive tasks (5).

Pain management is primarily concerned with patients’ conscious experience, and
therefore, defining the patients’ understanding of their pain is imperative to implementing
effective pain care programs (6). Understanding the perspective of CP patients as they describe
and make sense of life with their pain would complement medical institutions and inform
tailored, individualized psychological programs.

Chronic pain, particularly in youth, disrupts school functioning (6) and impairs one’s
opportunities to interact with and form relationships with peers (7). With this knowledge,
adolescents with CP not surprisingly report more loneliness and depressive symptoms (8).
However, to date, very little research exists regarding how adolescents perceive their experiences
living with CP.

The primary purpose of this study is to understand the meanings and lived experiences of

chronic pain in adolescents using hermeneutic approaches within an interpretative
phenomenological analysis.
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The interviewers will be two McGill graduate students, and the questions will be geared
towards discussing the adolescents’ physical and psychological symptoms and how these
symptoms influence their relationships and quality of life. These findings are of interest to
pediatric pain management clinics and community centres as they highlight the usefulness of
community peer support and mentorship programs that the medical healthcare system cannot
provide. The application of our findings may enhance the breadth of programs and services
offered to those suffering from CP both inside and outside of the clinic.

The secondary purpose of this study is to gain a greater understanding of which programs
or lifestyle changes these adolescents living with CP feel would be of most benefit.

Methodology:

We will adopt an interpretive phenomenological approach for data collection and analysis
(IP) to explore how adolescents living with chronic pain (CP) perceive and make sense of their
personal and social experiences. Interpretative phenomenology emphasizes a connection between
what an individual vocalizes with their cognitive and emotional state, thereby making it possible
to examine the deeper meanings of what one says about their experiences (9). In addition, IP
studies delve deeply into the complexity of a small, well-defined group for whom the research
questions will be pertinent rather than make general claims for a larger population (9). Therefore,
a small sample size of 12 female adolescents in- and/or out- patients between the ages of 14 and
18 will be recruited from the Montreal Children’s Hospital Pediatric Chronic Pain Management
Clinic. We will select participants based on the condition that they meet the criteria of a chronic
pain condition — i.e. they live with pain that has persisted longer than three months independent
of the initial injury or illness (1). These musculoskeletal conditions include fibromyalgia,
arthritis, back pain, widespread pain, related disorders, and orofacial pain conditions. The
reasons for which we will be interviewing female adolescents only is because (a) the majority of
the patients at the Chronic Pain Management Clinic are females and (b) we would like to keep
our sample population as uniform as possible.

The link between the McGill Dental Sciences Faculty (Department of Health and
Society) and the Montreal Children’s Hospital Pediatric Chronic Pain Management Clinic is the
following: we are Masters students (Rachel Szwimer and Manuella Widjaja) in the Oral Health
and Society Department with our primary public health interest being to further the
understanding of chronic pain and improve services offered to those suffering from chronic pain
(this goal is in line with that of the Montreal Children’s Hospital’s Chronic Pain Clinic). The
connection to McGill Dentistry is that our supervisor — Dr. Richard Hovey — is an Associate
Professor in the Division of Oral Health/Society Unit of McGill’s Dentistry Faculty.
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The data collection instrument being implemented in this study is semi-structured open-
ended one-on-one interviews because this method allows the researcher and participant to engage
in dialogue that is guided rather than dictated by a set of questions and permits the researcher to
probe important points as they arise (9). These interviews will be situated at the MCH and will
be recorded. Following the interview, these recorded discussions will be transcribed verbatim
and later interpreted by Dr. Richard Hovey and his MSc Students Rachel Szwimer and Manuella
Widjaja. Each interview will last between 30 and 90 minutes, and each participant will be
interviewed once. Patients will be recruited from the MCH Pediatric Chronic Pain Management
Clinic. These patients will be approached by Dr. Hovey’s graduate students only after discussing
the study before-hand with Dr. Ingelmo and expressing a willingness to be interviewed. The
interviews will be conducted in reserved, private rooms at the MUHC Glen Site as assigned by
the MUHC Pediatric Pain Management Clinic Staff.

Study Population:
lusi | exclusion criteri

The individuals that will be included in this study are female adolescents between 14 and 18
years old who have been living with chronic pain for over 3 months and have given informed
consent to participate in this study.

The individuals that will be excluded from this study are individuals who are younger than 14
years old or older than 18 years old, have been living with chronic pain for less than 3 months,
have a condition that would limit their ability to partake in this study, and/or do not give
informed consent.

The collected data will be in the form of audio-recordings and manuscripts of those audio-
recordings. The audio-recordings will be of the interviews with the adolescent patients and the
following is a list of exemplary questions that will be asked during the interviews:
e How has chronic pain affected your day-to-day life/social functioning? Do you feel that
you miss school often due to your pain/doctor appointments?
e Do you find it hard to socialize or open up to your peers?
e Do you find your attitude different? E.g.: pessimistic, more motivated
o Do you find yourself isolated or misunderstood by your friends? Do you find yourself
withdrawing from friends? Do you think you would feel any differently in a group of
people with chronic pain conditions?
e Do you prefer to be alone or in the company of others? Is this any different from your
preference prior to developing a chronic pain condition?
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« Do you find you have to adjust your goals and/or activity patterns? Do you feel more
disengaged from your goals?

« Do you find that the pain motivates or demotivates you? E.g.: determination, persistence

« Do you feel distant from your peers? Does it require a lot of effort to re-engage in your
social group?

e What are three things you would like to do or try?

o What are three things that you think might help improve your quality of life? (e.g.: peer
mentor programs to discuss the transition between pediatric to adolescent pain
management care, Skyping/FaceTiming with school friends, pain education courses, etc.)

e What are your ways of coping day-to-day? Do you feel like you need to distract yourself
from your pain?

Duration of the study

Each of the 6-12 adolescent patients will be interviewed once on a date that is convenient for
each participant. Therefore, the data collection is expected to take place over the course of
approximately 1-2 months. The process of analyzing the data will take place over the subsequent
3-4 months.

Data analysis plan:

The data will be analyzed using an interpretative phenomenological analysis (IPA) approach
which aims to provide insights into how one makes sense of a given phenomenon. This approach
focuses on the relevance of an individual’s experiential perspective. Therefore, we will be
performing in-depth interpretations of each person’s responses to identify patterns of
convergence and divergence across cases.

hical ideration:

Oversight:

This study will be conducted in accord with the Tri-Council Policy Statement: Ethical Conduct
for Research Involving Humans (2014), as well as in respect of the requirements set out in the
applicable standard operation procedures of the Research Institute of the McGill University
Health Centre Research Institute and of the McGill University Health Centre Research Ethics
Board. The McGill University Health Centre Research Ethics Board will review this study and
will be responsible for monitoring it at all participating institutions in the health and social
services network in Québec

: dentiali | Risk:
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This study is non-invasive in its nature and poses minimal risk on participants. We will be
thoroughly explaining the research procedure and assessing their understanding of their role in
the research study prior to the interviews and the obtainment of signatures for informed written
consent. We will only collect information necessary for the study and the participants are able to
refuse any question to which they would prefer not to answer.

For the purposes of patient privacy and confidentiality, these interviews will be conducted in
private interview rooms at the MUHC Glen Site center of innovative medicine (CIM). The
audio-recordings will be transcribed in a de-identified fashion and will be stored on Dr.
Ingelmo’s password-protected, secure personal computers at the MUHC Glen site. All data
would be properly deleted/shredded 7 years after data collection.

Informed Consent:

The researchers will comply with the current laws and rules on research and informed consent
and assent and conform to the code of good clinical practice and to the rules of ethics derived
from the Declaration of Helsinki.

According to the recommendations of the Declaration of Helsinki and to the local laws, all the
patients must be informed about the aims, the methods, the expected advantages, the potential
risks and discomfort related to the study; the patient must know that he/she can refuse to take
part in the study, without any effect on his/her medical care.

The patients will have all the time they need to evaluate the received information before giving
their consent to participate.

The researchers must obtain the written informed consent before using the patients’ information
for research purposes. The informed consent will contain the date and the signature of the
principal investigator or of a designated person instead of him at both The researchers will give
the patient a signed copy of the informed consent and

Consent forms are available in French and English languages.

: o lan:

Essentially, our idea is to publish scientific papers with our findings and establish bases
for future studies. All investigators will contribute equally to an eventual submission as authors.
All contributors who do not meet general conditions of authorship will be listed in an
acknowledgement section

Whenever the study results are published or shared during scientific meetings or otherwise, it
will not be possible to identify the participants.

14 Ei ial discl | flict of i
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The funding for this project is provided by the McGill Faculty of Dentistry under the category of
Graduate Excellence Awards. Between Dr. Hovey’s two graduate students Rachel Szwimer and
Manuella Widjaja, these awards amount to $6320.00.

Chronic pain service funding is through cost center 63440.

All study investigators declare no conflict of interest in the study.
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WHY ARE YOU BEING INVITED TO TAKE PART IN THIS STUDY?

The Montreal Children’s Hospital Pediatric Chronic Pain Management Clinic participates in research studies to try to
improve treatments for children with chronic pain. Today, we are inviting you to take part in a research study. Please
read this information to help you decide if you want to participate in this research project. It is important that you
understand this information. We encourage you to ask questions. Please take all the time you need to make your
decision.

We encourage parents to include their child in the discussion and decision making to the extent that the child is able
to understand.

In this research information and consent form, “you” means you or your child.

WHY IS THIS STUDY BEING DONE?

You have a disease/illness called chronic pain.There is currently no standard treatment for this condition .
Unfortunately, many children find chronic pain to interfere with their daily lifestyle. Recent studies have shown that
researching this subject might improve the understanding of chronic pain and the health services offered these patients.
You are being invited to participate in a research study that aims to understand the lived experiences of patients living
with chronic pain.

HOW MANY PEOPLE WILL TAKE PART IN THIS STUDY?

About 8- 12 patients will take part in this study

WHAT WILL HAPPEN IN THIS RESEARCH STUDY?

we will do face-to-face interviews with you

Number of interviews: 1 interview

Duration of each interview: 30-90 minutes (based on your comfort level)

Location(s) where procedure(s) will take place: a private room at the Montreal Children’s Hospital

Pediatric Chronic Pain Clinic as assigned by the clinic’s staff members.

When will the interviews take place: between January and February to accommodate any holiday

schedules

Who will be asked to be interviewed: participants will be female adolescents between the age of 14-

18 years old who have lived with chronic pain for at least 3 months and who agree to sign this

consent form.

How much information do you have to share: only as much as you are comfortable with. We will

not have access to your medical charts.

»  Who will be interviewing you: two female McGill graduate students

»  Will there be a record of these interviews? yes there will be audio recording to the interview. We
will only be collecting information necessary for the study such as your answers to our questions.
You can choose whether you give us permission to audio-record (not video-record) the interview.
The interviews will be later transcribed. We will identify common themes among the interviews and
interpret your perspective living with chronic pain.

YV V. VVVV

Y

FOR HOW LONG WILL YOU PARTICIPATE IN THIS STUDY?
if you agree to participate in this study ,you will receive 1 interview which will last for approximately 30-90
minutes. Your doctor or the doctor in charge of this research project can also decide to take you off this study,
namely:
o If she or he believes it would be in your best interests;
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| o If you do not fulfill the expectations for your participation, as described in this form.

WHAT ARE THE RISKS?

The McGill University Health Centre Research Ethics Board reviewed this study and is responsible for monitoring it
at all participating institutions in the health and social services network in Quebec.

This study is non-invasive and there is no inconvenience other than the time it takes to be interviewed. We will
thoroughly explain the procedure and assess your understanding of your role in this research study before
conducting the interviews and obtaining written consent.

Only Dr. Ingelmo will store the audio transcriptions and collected data on his personal, secure, password-protected
computer at the Montreal Children’s Hospital.

There are no foreseeable inconveniences that may result from participating in this study.

ARE THERE BENEFITS TO TAKING PART IN THE STUDY?

There is no direct benefit to you for participating in this research. We hope that what we learn from doing this study
will help us find better ways to help and/or patients with chronic pain in the future.

WHAT ARE THE COSTS OF TAKING PART IN THIS STUDY and ARE THERE OTHER FINANCIAL
ASPECTS?

» There is no funding or cost necessary for this study.
» You will not receive financial compensation for participating in this research study.
» The researchers have no conflict of interest to declare.

HOW IS PRIVACY ENSURED?

All information obtained during the study will be kept confidential as required or permitted by law. Your identity
will be protected by replacing your name with a research number. Only the research team at your own hospital will
have access to the code linking your name to this number.

In order to ensure your protection and quality control of the research project, the following organizations could
consult your research and medical records:

0 The sponsor(s) of this project;
0 Government regulatory bodies such as Health Canada;
0 The research ethics committees of the Quebec hospitals where the research is happening or a person

mandated by one of them;

These organizations all adhere to a confidentiality policy.

If information from this study is published or presented at scientific meetings, your name and other personal
information will not be used.

The principal investigator (Dr. Pablo Ingelmo) at your hospital will be responsible for securely storing all the
research data for 7 years.

Only coded data will be sent and stored by Dr. Pablo Ingelmo.

The audio-recordings and transcripts of the audio-recordings will be destroyed 7 years after the completion of the
research project.

IS YOUR PARTICIPATION VOLUNTARY?

Yes. Taking part in this study is voluntary. You may choose not to be in this study. You can decide to stop being in
the study at any time. If you decide not to be in this study, or to stop participating in the study later on, this will not
affect the quality of care you receive from your doctor.
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We will tell you about any new information that may affect your health, well-being, or your willingness to stay in
this study.

WHOM DO I CALL IF I HAVE QUESTIONS OR PROBLEMS?

If you have any questions about this research project or if you suffer any problems you believe are related to your
participation in this research, you can call the researcher responsible for the project in your hospital:

Montreal Children’s Hospital: Dr. Ingelmo at 514 412 4400.

In case of emergency, please go directly to the closest emergency room.

If you would like information about your rights related to your participation in the research, you may contact the
hospital Ombudsman (Patient Representative):

. Montreal Children’s Hospital: 514-412-4400, poste 22223

WHERE CAN | GET MORE INFORMATION?

You may ask to receive a copy of the results of this research project; these will only be available after the entire
project has been completed.
You will receive a signed copy of this form. You may ask the research team questions at any time.

RESEARCH ETHICS COMMITTEE

The research ethics committee of the Montreal Children’s Hospital approved this project and will monitor the
project.

Title of this research project: Exploring and Understanding Adolescent Chronic Pain

I have been explained what will happen on this study. | read the information and consent form including the annexes
and was given a copy to keep. | was able to ask my questions and they were answered to my satisfaction. After thinking
about it, | agree to, or | agree that my child will, participate in this research project.

In no way does consenting to participate in this research study waive your legal rights nor release the sponsor or the
institution from their legal or professional responsibilities if you are harmed in any way.

Name of participant Assent of minor, capable of understanding Date
(Print) the nature of the research (signature) or
Verbal assent of minor obtained by:

Name of parent(s) or legal guardian Signature Date
(Print)
Name of participant (18 years +) Signature Date
(Print)

I have explained to the participant and/or his parent/legal guardian all the relevant aspects of this study. | answered any
questions they asked. | explained that participation in a research project is free and voluntary and that they are free to
stop participating at any time they choose.

Name of Person obtaining consent (signature) Date

(Print)
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