THE LIVED EXPERIENCE OF TRIGEMINAL NEURALGIA PATIENTS AND
THEIR DECISION TO UNDERGO GAMMA KNIFE STEREOTACTIC

RADIOSURGERY TREATMENT FOR PAIN CONTROL

A DISSERTATION SUBMITTED TO THE GRADUATE DIVISION AT THE
UNIVERSITY OF HAWAI‘l AT MANOA IN PARTIAL FULFILLMENT OF THE
REQUIREMENTS FOR THE DEGREE OF
DOCTOR OF PHILOSOPHY
IN

NURSING

December 2021

By
Maureen M. O’Neil
Dissertation committee:
Holly Fontenot, Chairperson
Alice Tse
Gary Glauberman

Eric Hurwitz
Dianne Fochtman-Seleny

Keywords: Gamma Knife, trigeminal neuralgia, pain, nursing



Acknowledgements

First and foremost, | would like to express my sincere thank you and
appreciation to Dr. Holly Fontenot who so graciously accepted to serve as my
committee chairperson, and helped guide me through my dissertation defense. |
would also like to extend my appreciation to Dr. Kristine Qureshi who supported
and encouraged me during the comprehensive exams and dissertation proposal.

[ would like to express my gratitude to Dr. Dianne Fochtman- Seleny who
relentlessly urged me to pursue my Ph.D. and agreed to serve on my committee. I
would like to thank my dissertation committee, Dr. Alice Tse and Dr. Glauberman for
taking on this role so late in the game, as well as a very special thank-you to Dr. Eric
Hurwitz who served as the University Representative for my committee. I also
would like to extend my appreciation to Dr. Clementina Ceria-Ulep and Dr. John
Casken for their support as committee members.

To Dr. Maurice Nicholson, Sean Nicholson, Rona Yanos, and Hong Guo from
the Gamma Knife Center of the Pacific, a sincere thank-you for the opportunity to be
a part of a team that strives to provide excellent care in treating Trigeminal
Neuralgia. I appreciate your support during my educational endeavors.

A very special thank-you to Patti Johnson, Kay Montgomery, Sarah Perkins,
Ki May Tung, and Alison Yap. Your support and friendship is greatly appreciated.

Lastly, I would like to express my gratitude and appreciation to the dear late
Maggie McLeod, R.N. for her love and support, and for showing me a new way of

living. I miss you and wish you were here to share in this accomplishment.

ii



ABSTRACT
Significance: Trigeminal Neuralgia (TN) is described as intermittent excruciating facial
pain, causing severe distress to those who experience it. When the pain is uncontrolled,
Gamma Knife Stereotactic Radiosurgery is a treatment option that has significantly
increased over the past two decades. This has also increased nurse/patient interactions
with trigeminal neuralgia patients. While medical and physics studies are well
documented, very little is known about the trigeminal neuralgia patient’s lived experience
and coping mechanisms with this type of severe facial pain.
Methods: Using the interpretative phenomenological methodology, this study explored
the participants’ lived experiences. The study inquiry, “What was your experience of
living with TN, and how did you come to decide on GKSR treatment?”” consisted of in-
depth interviews using open-ended questions. It explored the participants’ perception of
their trigeminal neuralgia diagnosis including coping with this pain, the effect it had on
family and work, and their healthcare interactions.
Results: The interview encountered three main themes including how trigeminal
neuralgia affected them personally, socially, and their interactions with the healthcare
community. The impact of the interviews described their isolation, frustration with
attempts to get pain relief, and most significantly, suicidal ideation.
Conclusion: Their shared experiences provided an opportunity to better understand this
diagnosis and the difficulties that patients may encounter. It also examined how nursing
may contribute to improving patient well-being during the process of receiving Gamma
Knife treatment. The potential for further education and research to continue to improve

nursing care for the trigeminal neuralgia patient was also explored.
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Chapter 1: Introduction

The focus of this dissertation was to explore the lived experience of community-
dwelling adults who are living with trigeminal neuralgia (TN) and received treatment
with Gamma Knife Stereotactic Radiosurgery (GKSR). Patients suffering from TN
complain of a distinct type of pain that is difficult to control, causes significant
discomfort and stress, in which invasive treatment is not guaranteed to provide pain
relief. This diagnosis is also known as the suicide disease due to the severity of the
uncontrolled pain (Adams, Pendelton, Latimre, Cohen-Gadol, Carson, & Quinones-
Hinojosa, 2011). These particular patients were interviewed because Gamma Knife
treatment is one of the two most common intervention treatment modes used for treating
TN in Hawaii, and this group has been relatively unexplored.

Trigeminal neuralgia (tic dolleroux) includes symptoms such as: a severe
stabbing, burning, or sharp pain to the face originating from the fifth (V) cranial nerve.
This intermittent severe pain can last for several seconds, hours, or days at a time and can
occur on either side of the face. Depending on which of the three branches of the fifth
cranial nerve is affected, the pain can radiate to the eye area, or V1 (fifth cranial nerve
#1), to the upper lip or cheek area, maxillary, or V2 (fifth cranial nerve #2), or the lower
lip, mandible, or V3 (fifth cranial nerve #3), (See Figure 1), (Mueller, et al., 2011).

TN is described as either classic (primary) or symptomatic (secondary)
(Gagliardi, et al, 2018). Most patients suffer from classic TN, which usually consists of
an artery or vein compressing or pulsating on the trigeminal nerve. A minority of TN
patients, 3 to 17 percent, suffer as a result of a tumor pressing on the trigeminal nerve,

demyelination of the nerve, or disorders such as multiple sclerosis or herpetic infections,



etc. (Dai, Huang, Liu & Zhang, 2016). The most effective tool for diagnosis, apart from
patient history, is magnetic resonance imaging (MRI) to rule out tumor activity close to
the trigeminal nerve and to observe if an artery or vein is compressing this nerve

(Kedamath & Shruthi, 2015).

Figure 1: Three Branches of Fifth Cranial Nerve

Ophthalmic (eyes) branch

Trigeminal nerve

Maxillary (upper jaw)
branch

Mandibular (lower jaw) branch

Harvard Health Publishing Harvard Medical School Published: May 2017

https://www.health.harvard.edu/a_to z/trigeminal-neuralgia-tic-douloureux-a-to-z

The reported incidence of TN is approximately 5.9 to 12.6 cases per 100,000
(Regis, et al, 2016; Zakrzewska & Linskey, 2016). Recent studies estimate that with the
proper diagnosis it could be as high as 0.16% to 0.3% of the population (Meuller, et al.,
2011), or 12,000-15,000 newly diagnosed patients annually (Araya, Claudino, Piovesan
& Chichorro, 2020; Petit, Herman, Nagda, DiBlase & Chin, 2003). The average age of
onset is between 50 to 70 years and occurs at a higher rate in females (60%) than males
(40%) (Macoanskyte, Januzis, Kubilius, Adomaitiene & Sciupokas, 2011).

TN has been a known malady for several centuries, with the first documented case

in 1727, and another two documented cases in 1732 (Jawahar, et al., 2005). In the 1820s,



physician Charles Bell originated the name trigeminal neuralgia. Dr. Bell believed that
the pain commenced from the trigeminal nerve. The common cause was thought to be
demyelination of the trigeminal nerve at its root entry. Treatments in the 18" and19th
centuries included quinine, opium, and gelsenium, followed by various other tried
methods of anesthetics until anti-seizure medications were first tested in the 1940s. By
the 1960’s several antiepileptic medications were used, and that continues to the present
day. However, this painful disorder is still not well understood, and very little is covered
in the nursing literature.

The patient becomes protective of this area due to the severity of pain, and seeks
out various health care providers, including dentists, for pain relief. By the time they
obtain a neurosurgical consultation, patients frequently have had dental extractions and
extensive drug histories in attempts to achieve comfort (Zakrzewska & McMillan, 2011).
Anticonvulsant medication offers pain relief, but the patient may need to try various
doses, switching medication categories, or a combination of drugs to achieve the desired
effect. Neurosurgical intervention offers several options to eliminate the pain, yet the
road from initial medical evaluation to neurosurgical consultation can take several years,
with the patient suffering in the interim. If the anticonvulsant medications cease to be
effective, or the patient suffers from debilitating side effects, neurosurgical consultation
should be provided as the next step to treat this pain.

The presence of health goals is an important indicator in the Health People 2020
Health-related Quality of Life and Well-Being Plan (2014). One of their goals is to
“increase quality and years to a healthy life”. The World Health Organization (WHO)

describes health as “a state of complete physical, mental and social well-being, and not



merely an absence of infirmity” (World Health Organization, 2021). While chronic pain
is one of the main causes of both physical and psychological angst, those suffering from
the severe facial pain of TN have an even higher incidence of depression, and anxiety
(Macoanskyte et al, 2011).

Patients often bring their story of multiple dental extractions, years of suffering
with their primary physician not knowing what else to offer, or physicians not aware of
what referrals to make (Zakrzewska & McMillen, 2011). In 2008-2009 the American
Academy of Neurology and the European Federation of Neurological Society developed
guidelines on assessing and managing neuropathic pain. These guidelines further
advanced diagnostics and treatment. In 2013, the International Headache Society
described very specific diagnosing criteria for TN, and the MRI has become the most
common diagnostic tool (Dai et al., 2016). The end result is that with more research and
guidelines, an increased number of patients have had the opportunity to follow the
suggested course of treatment; trying various anticonvulsant medications, and if the pain
or medications become unmanageable, a neurosurgical consult is suggested.

The most common surgical procedures offered for pain relief are 1) microvascular
decompression (MVD), and 2) Gamma Knife Stereotactic Radiosurgery (GKCP), which
will be discussed further (Monaco, Kano, Kooshkabadi & Lunsford, 2012). Other
procedures may be offered, but provide only temporary relief, and include percutaneous
radiofrequency rhizotomy, glycerol rhizolysis, percutaneous balloon microcompression,
and percutaneous neurectomy (Monaco et al., 2012). These invasive treatments are not
commonly used anymore due to the development of the Gamma Knife (GK) machine, as

it is the least invasive, and highly effective, procedure to treat TN (Azar, et al., 2008).



Microvascular decompression is the main invasive surgical intervention, used for
decades to relieve TN, by performing a craniotomy and inserting a Teflon shield between
the nerve and pulsating artery that contributes to the pain. A craniotomy, as with any
surgical procedure, has the potential risk for infection, nerve damage, and postoperative
complications, i.e. pneumonia, deep vein thrombosis, cerebral spinal leaks, anesthesia
risks, or even death. Although it is invasive, it provides immediate and long-term
trigeminal relief (Monaco, et. al., 2012).

In contrast, Gamma Knife Stereotactic Radiosurgery is non-invasive, one-time,
high dose, cobalt -60 radiation, to partially irradiate the trigeminal nerve (Monaco et al.,
2012). The neurosurgeon applies a stereotactic head frame to the patients’ head with four
pins to immobilize the patient’s skull so that the radiation is focused only on the nerve
(Figure 2). It is an outpatient procedure, and takes between 30-70 minutes in the GK
machine, depending on the age of the radiation sources. After treatment, the stereotactic
frame is removed and the patient is discharged (Law, Mangarin & Kelvin, 2003). Side
effects may include a headache in the evening or soreness to the pin sites, but usually
with no major complications.

While this treatment does not have the potential adverse side effects in comparison
to a craniotomy and no hospital stay, the radiation works slowly to take effect — about one
to six months, with a median of two months (Maesawa, et al., 2001). A large population
study of 504 patients showed latent pain relief of one day to one year, with the median

being one month (Kondziolka, et al. 2010).



Figure 2: Gamma Knife Stereotactic Head Frame

Beaumont Gamma Knife Overview 2021

www.beaumont.org/treatments/gamma-knife/gamma-knife-overview

The first GKSR treatment occurred in Sweden in the late 1960s, and as of January 2018,
has grown to 330 machines in 54 countries around the world, treating over one million
patients (Figure 3), (Elekta, 2018). Therefore, since this procedure is expanding
worldwide as the preferred source in treating TN (Tulesca, et al. 2012), more nurses
become employed in GK centers.

Since there is a varying delayed response time from weeks to months after GKSR,
patients often continue to experience fluctuating pain levels post-procedure. A common
post-operative experience is fear of recurrence during this latent waiting period while
hoping for pain relief. Patients may need their medications during this waiting period.
However, once the pain subsides, they may be unwilling to completely discontinue their
medications, even though they are not experiencing any further discomfort due to the fear

that the pain may return (Pan, et al., 2010).



Figure 3: Gamma Knife Console and Machine

Leksell Gamma Knife radiation delivery system, (Perfexion model), at the Gamma Knife

Center of the Pacific. Photo by Maureen O’Neil

Significance of the Study

This dissertation research explored the lived experience of patients with TN and
what lead to their decision to be treated with GKSR. The rationale for exploring this topic
was to enable the healthcare community to better understand this lived experience. This,
in turn, can encourage nursing to further investigate how we, as a profession, can better
serve this group, especially when these patients are in the process of receiving GKSR
treatment.
Focus Area

As GKSR has been steadily increasing over the last 15-20 years, nurses are

becoming more exposed to this population. Nursing-specific research studies, such as this
phenomenology study, can benefit nurses by providing a reference to design their care
plan. GK nurses can develop evidence-based recommendations on how to support the TN

patient once they are aware of the experience the patient has endured. Researched



resources can be initiated in the GK setting when the patient is anxiously awaiting
treatment and radiation results.

Without research in this area, we are leaving the patients with their vulnerabilities
by not providing assistance that can improve their quality of life (QOL), and provide
reassurance that their life is not at a standstill. Quality of life is an important aspect in the
development of the individual, and in turn, the community (Golics, Basra, Finlay, &
Sales, 2013). This can also affect the family unit, and negatively impact the well-being of
the spouse and/or children (West, Usher, Foster & Stewart, 2012).

Through comprehending the patient’s perception of their TN, and their personal
experience of living with this pain and attempts to achieve relief, nursing research may
further investigate areas that will contribute to their well-being and improve their QOL.
If their QOL has not decreased, then our understanding can help maintain, or offer added
resources, for these patients.

Exploring the lived experience in this area would help nurse researchers better
understand the patient’s perception of their diagnosis and treatment. Uncovering the
perception of these patients may lead the way for further research in the area of patients
suffering from chronic pain. Whether it is to provide assistance, reassurance, or a support
system, nursing research plays a strong role in identifying areas to improve patient care.
This is especially valuable when the patient is not directly interacting with their
healthcare provider, but rather in their home environment where they can use the
resources nursing can provide for them.

Another intention for exploring this area was to understand the effect on the

family and whether family/friend support is helping, or hindering, this experience.



Through the patient’s interview, we found out if family, friends, or the health care staff
has positively or negatively affected their experience.

While many patients are closely monitored for various forms of pain such as
cancer or surgical pain, TN patients have minimal, if any, direct interaction with nurses.
The TN patient is usually seen in the outpatient setting of the general practitioner,
emergency department, neurologist, and neurosurgeon’s office. These offices usually
consist of a receptionist and/or medical assistants whose duties are task-related.
According to Tache and Hill-Sakuri (2010), the Bureau of Labor Statistics estimated that
62% of medical assistants work in physician offices, or medical clinics, compared to
eight percent of registered nurses.

GK nursing interaction with TN patients consists of day-of—treatment nursing
care, but generally, there is no further contact upon discharge. The patients follow up at
their physicians’ office and usually do not return to the treatment facility. The
opportunity to document the patient’s perception of pain, and their personal experience,
can only be done during follow-up medical visits. This limited nursing contact decreases
the potential to evaluate the patient’s interpretation of their illness, potential psychosocial
imbalance, and to evaluate for any change in QOL. Studies show that neuropathic pain
(pain from nerve fibers) has a significant impact on QOL including social withdrawal
(Lonnstedt, Stahl, & Hedman, 2011).

The clinical pathway for TN patients usually does not include nursing interaction
until the time of the GKSR procedure and follow—up care in a setting that includes nurses
would be rare. This leaves the area of nurses’ perceptions, understanding, and

management of the TN patient relatively untapped. This study provided an opportunity



for researchers to better understand the patients’ perception of their diagnosis and the
experiences they endured leading to the decision to proceed with GKSR.

This study explored the patient’s lived experience of trigeminal pain and what led
to their decision to proceed with GKSR to achieve pain relief. This research further
examined how these feelings affected their (QOL), as well as their family and community
relations. It is hoped that this study will add to the nursing research by describing the TN

patient’s experiences, which can lead to improved preparation and post-treatment care.
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Chapter 2: Literature Review
Review Methods (Search Strategies)

The literature search used two databases, PubMed Medline and CINAHL to seek
what is known about the lived experience of patients with TN. The search terms included:
lived experience, trigeminal neuralgia, nursing, and Gamma Knife. The results contained
literature from medicine, psychology, and nursing. Filters were inserted to include human
subjects, full text, and English language. The search for lived experience produced
34,996 articles in PubMed, and 1217 in CINAHL. Lived experience and nursing
produced 1630 articles from PubMed and 415 from CINAHL. Trigeminal neuralgia
produced 4369 articles in PubMed, and CINAHL had 39. However, when the topic of TN
and GK were applied, PubMed had 550 articles and CINAHL had three. Nursing and TN
has 37 articles in PubMed, and 26 in CINAHL. Lived experience and TN had three
articles in PubMed and zero in CINAHL. Lived experience and GK produced two articles
in PubMed, and zero in CINAHL. Nursing and GK produced seven articles in PubMed,
and zero in CINAHL. Lived experience and TN and GK produced one article in PubMed
and zero in CINAHL. This article is a qualitative TN study regarding the lived experience
and discussed later in this paper.

The literature search for nursing and TN produced mostly medical or physics
articles, and very few nursing articles. The few nursing articles consist mostly of
descriptions of the symptoms of trigeminal neuralgia and the potential treatment options
(Blumstein & Barkley, 2015; Wood 2004). Nursing literature on TN dates back to 1948
and provides pre and postoperative care of MVD surgery patients, including psychosocial

support (Fedder, 1948). A second out-of-date TN nursing article (Haber, 1958) also
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describes pre-and post-operative nursing care, including a case study of a patient going
through MVD. Nursing articles up until the present time describe TN signs and
symptoms and the potential medical care offered (Bitanga, 2017; McConaghy, 1994), but
no recent nursing care of the patient post-operatively for MVD or going through GKSR.

Nursing research articles regarding GK and TN were sparse, as most articles
related to TN were limited to medical research in neurology, neurosurgical, or dental
treatment. While older nursing and TN-related articles are available, besides the
previously mentioned articles from 1948 and 1958, they consist of nursing care of the
patient undergoing microvascular decompression (Brown, 2003, Filipchuk, 2003; Ritter,
Friedman & Bhasin, 2009). Many of the abstracts have been removed since they are
dated in the 1950s to 1980s. Newer nursing research consists of care of the patient during
stereotactic radiosurgery (Avbovbo & Appel, 2016), but not necessarily GK, or the
treatment of TN.

More recent GK articles revolve around treating brain metastasis with GK in
which the diagnosis and long-term outcome is very different than TN. The few articles
related to nursing and GK specifically were also outdated or focused only on care during
the procedure day (DeLaune, Jawahar & Nanda, 2002; Neatherlin & Brent, 1991). As
with most medical technology, GK continuously evolves and newer machines are
developed. The treatment planning, pre-operative care, and timing while in the GK
machine have advanced.

Review Results (Synthesis and Critique)
The only comparable article is a qualitative study examining TN patients and their

experiences living with their pain, including patients who have had any type of TN
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surgery (Allsop, Twiddy, Grant, Czoski-Murray, Mon-Williams, et.al., 2015). The article
is similar to this research, however, it is not nursing-based, as the authors are from
various academic backgrounds, i.e. psychology, dentistry, neurosurgery, etc. The article
describes the lived experiences of the patients who have had various forms of surgical
options and was interviewed at various post-surgical time frames.
Problem Statement

One area not explored is the patients’ perception of what it has been like to live
with TN, and the decision to have GKSR treatment. The treatment for TN has evolved
significantly over the past twenty years in the United States with the increased use of
GKSR. Patients can be treated with cobalt-60 radiation to the nerve, stunning the nerve
that is causing the debilitating pain, and this procedure can be done as an outpatient day
procedure. Patients are now interacting with nurses regarding their TN in this setting,
where previous interactions would have been mostly with physicians. However, nursing
is limited in understanding the patient’s perception of their journey to getting GK

treatment.
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Chapter 3: Overview of the Study

Trigeminal nerve pain is described in the literature as a sharp stabbing or burning
pain with side effects that can lead to physical and emotional debilitation (Mueller, et. al.,
2011). Studies have described various medical and surgical techniques in attempts to
decrease and hopefully alleviate this pain. However, no literature was found exploring the
patient’s perspective of living with this pain to include their decision for advanced
treatment. This chapter includes a study design, a brief discussion of sample size, and the
population of TN patients studied. It also includes the description of the analysis of the
data.

This study explored the patient’s perception of concern for their pain relief and
decision to proceed with GK treatment. It did not include their GK experience, but rather
the deciding factors to choose this option for pain control. When the patient is at the point
of surgical treatment, they have tried several anticonvulsant medications, and eventually
the medications failed to provide adequate relief. The medications have usually decreased
in their effectiveness, or the patients are unable to tolerate the side effects. In the
meantime, the patient is continuing to experience facial pain and may have fear of
uncertainty if the pain will ever be relieved (Zakrzewska & McDMillan, 2009). At this
point, they are referred for neurosurgical consultation. The two most common options are
GKSR and MVD. The majority of patients in Hawai‘i are treated with GKSR, especially
if they are over 50 years of age, or have comorbidities.

Aim and Objective
This study focused on a reflective view from one to three years after GK

treatment, as the radiation would have taken full effect. The method was a qualitative,
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phenomenological approach in which the patient described their lived experience in
living with trigeminal pain and deciding to have GKSR for treatment.

Background. TN patients presented to the Gamma Knife Center of the Pacific for
GKSR after several years of varying medications in an attempt to achieve pain relief.

Problem. Patients express frustration over their lack of pain control and are
concerned whether this procedure will be effective, yet are willing to try this procedure in
the hope of achieving pain relief.

Significance. There are approximately 25 TN patients treated annually at the
Gamma Knife Center of the Pacific, in Honolulu, and almost all patients describe
skepticism, combined with cautious hope, that this procedure will provide sufficient pain
relief.

Methodology. This study used an interpretative phenomenological methodology.
Phenomenology is a qualitative research approach that arose from European philosophy
and is designed to explore the “lived experience”. This lived experience is intended to
study ordinary life experiences as we live our day-to-day existence (van Manen, 2017).
The general public may hear about the term “lived experience” being used in various
settings, i.e. media, or to reference a specific unique occurrence. However, van Manen
(2017) emphasizes that when used in phenomenology research, it is not examining a
significant event, but rather focused on everyday lived experience over a period of time.

While the concept of phenomenology originated from philosophers Kane, Hegel,
and Brentano, Edmond Husserl (1859-1938) further expanded phenomenology to a
trustworthy method to study consciousness (Matua & Van Der Wal, 2015). Husserl

(1970), a mathematician with an interest in philosophy, changed fields to focus on
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phenomenology. He developed “descriptive phenomenology” after arguing that
philosophy attempted to apply the same research approach used for natural sciences to
human sciences. Thus psychology was focusing on external basic stimuli and missing, or
ignoring, important aspects of real-world experiences. Moustakas (1996, p 41) describes
phenomenology as eliminating any prejudgment, presuppositions, and reaching a clean
and open approach towards the inquiry. Therefore, it should not be intimidated by
“customs, beliefs and prejudices of normal science by the habits of the natural world, or
by knowledge based on unreflected everyday experiences.” Hence, phenomenology
would explore the real-world experience as lived by the person experiencing it, and not
be taken for granted or presumed to be understood by the researcher (Laverty, 2003).
Husserl describes the lived experience as a “giveness of internal consciousness
inward perceiveness” (Husserl, 1964, p. 177). Husserl believed that to truly understand
the reality of the phenomenon is through one-to-one interaction between the researcher
and participant. This researcher-participant interaction provides a higher-level depiction
of the phenomenon (Wojnar & Swanson, 2007). Since the participant is the expert of the
experience, through sharing their personal experience, the researcher gains access to the
participant’s view of their understanding (Paton, Martin, McClunie-Trust & Weir, 2004).
Van Manen (1990) explains there are four fundamental life-world perspectives
which humans experience: lived space, lived body, lived time, and lived human
relationships (p.101). Only those who have lived through the phenomena can share the
details of their understanding and their connection to time, body, space, and relations, and

how their lives were transformed (Mapp, 2008). One cannot reflect on their experience
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while presently living the experience, as it changes from one minute to the next (van
Manan, 1997, p 10).

Two methods of phenomenology are commonly used for nursing research;
descriptive phenomenology (DP), and interpretative, or hermeneutic, phenomenology
(IP) (Mapp, 2008; Connelly, 2015). Nursing use of phenomenology utilizes the study to
explore participants’ everyday experiences and to further understand how it appears in
their patient’s minds. Through examining these experiences, researchers look for hidden
meanings that may be beneficial to nursing. Nurses deal with real-world human responses
to healthcare, thus the importance of exploring the realities of patient experiences
increases nursing knowledge (Lopez & Willis, 2004). This data may enhance the care
given to patients, rather than assuming that nurses know how patients feel and experience
their lives (Matua & Van Der Wal, 2015).

Descriptive Phenomenology (DP) strives to have the purest approach to the
research subject without any preconceived conceptions of the experience. The researcher
attempts to discount predetermined ideas and approach the study with an untainted
attitude to retrieve as accurate a picture of the phenomenon (Matua & Van Der Wal,
2015). To achieve this approach, bracketing is used to separate any preconceived
information the researcher may have about the experience. The researcher is to set aside
their own beliefs and known knowledge of the phenomena. The researcher then needs to
be cautious to not influence the participants’ understanding of the phenomenon they
experienced, especially when forming the interview questions. This may include focusing
the literature search after the interviews, to not influence the researcher’s perception, or

bias (Chan, Fung & Chien, 2013). While some phenomenology scholars support
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withholding the literature review until after the interviews, others question whether it
would make a difference. They argue that one cannot ignore personal knowledge, and
experience, when entering into research (Wojnar & Swanson, 2007).

Whereas the focus of DP is on the pure description of the phenomenon by
entering the study using bracketing, Martin Heidegger (1889-1976) further elaborated on
this methodology to develop Interpretative Phenomenology (IP). The captured
phenomenon is deciphered based on the previous subject experience of the researcher,
with the understanding that a two-stage interpretation is occurring. Interpretative
phenomenology is described as “the participants are trying to make sense of their world;
the researcher is trying to make sense of the participants trying to make sense of their
world” (Smith & Osborne, 2003 p.53). It explores the participant’s experience of “being
in the world” as Heidegger believed that individuals are affected by the world they live
in, and it shapes their subjective experiences. Thus each participant’s experience may
have common aspects as well as differences, based on their outside influences (Lopez &
Willis, 2004).

Heidegger (1962) stressed that it is impossible to rid the researcher’s mind of
previously acquired knowledge regarding the subject. It is this knowledge that
encourages the researcher to further explore the topic and utilize the literature review to
see what area is underexplored. Due to the previous work experience with trigeminal
neuralgia patients, and the literature review to seek what is understudied, this researcher
chose IP as the methodology for this study.

The sample sizes for phenomenology studies are small, with further in-depth

focused interviews compared to other research (Connelly, 2010). Smith and Osborn
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(2015) describe using a smaller sample size for interpretative research as it allows for a
more intense reading of the data to better understand this phenomenon. Starks & Trinidad
(2007) suggest a typical sample size from one to 10 participants as a small, but diverse
sample can provide a wider range to better comprehend the essence of the studied
phenomena. The aim is not to generalize findings or solve a problem, but to focus on an
in-depth examination of experiences (Mapp, 2008). The questions look for meaning and
significance so that the phenomena can be better understood, as opposed to answering a
query (van Manen, 1997, p22).

Data saturation focuses on how many interviews are needed until no new data are
apparent. However, with phenomenology, the aim is to obtain personal accounts, which
highlight individual experiences (Saunders, Sim, Kingstone, Baker, Waterfield, Bartlam
Burroughs & Jinks, 2018). According to Mapp (2008), data saturation in phenomenology
is reached when the interview narrative becomes repetitive and no new information is
obtained from that interview.

Purpose. Trigeminal neuralgia patients sharing their lived experiences may help
nurses to better understand what life has been like when they arrive for their GK
procedure. Through this sharing and better understanding, nurses may find opportunities
to provide added nursing support.

Research Question. “What was your experience of living with TN and how did
you come to decide on GKSR treatment?”

Research Design
The study design, as indicated above, was a qualitative, interpretative

phenomenology approach. This approach attempted to capture the thinking and feelings

19



of one’s perception on living and being, rather than being theory-based. Using the
phenomenological method to explore the meaning of an experience helps to describe and
understand the event or perception studied. This method attempts to eliminate
preconceived notions about an experience but rather to understand the lived experience
and the particular meaning to the individual.

Using a semi-structured script for the interview the following questions were
asked (also noted in Appendix A):

1. Can you please describe what it was like living with Trigeminal Neuralgia? For
example, can you tell me what your home life was like, your work life, how it
affected your relationship with your family and friends?

2. Can you tell me about your experience in getting relief for your trigeminal pain?
As an example, can you elaborate on your experience with your medications, the
physicians, and the medical system? Can you tell me about your decision to have
Gamma Knife Stereotactic Radiosurgery? What made you decide to have Gamma
Knife Stereotactic Radiosurgery?

3. May I contact you if I need some clarification about our interview regarding your
experience with Trigeminal Neuralgia and Gamma Knife?

Through following a seven-step outline process (Munhall, 2012) the researcher
had a method guideline to help form the study. These include (a) immersion, (b) coming
to the phenomenological aim of the inquiry, (c) existential inquiry, expressions, (d)
phenomenological contextual and processing, () analysis of interpretative interactions,
(f) writing the phenomenological narrative and (g) writing the narrative on the meaning

of the study.
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Participants. The sample consisted of TN patients who had presented to the
Gamma Knife Center of the Pacific and completed treatment for GKSR at least one year
from treatment. Since this Center is located in Honolulu Hawai‘i, patients from Oahu as
well as those who have flown in from the other Hawaiian Islands for treatment could
participate. Both male and female patients who are 18 to 75 years were included. The age
and sex of the patients were included in the data analysis.

Inclusion and Exclusion Criteria. The inclusion criteria were: Patients who have
been both diagnosed with TN for more than one year before GK treatment, as well as
have passed a one-year mark since having GK treatment were included in this study.
Since the standard of care is to try medical therapy first with anticonvulsant medications,
this can provide at least one year of medical treatment before proceeding with GKSR.

The exclusion criteria were: Participants who had less than one year of a
diagnosis and less than one-year post-treatment were not included, as they did not have
sufficient extended periods of trigeminal pain and multiple medication changes, and are
not the focus of this study. Patients who have trouble communicating in English were
also excluded to avoid misinterpretation.

Sample Size. The sample size was five to eight participants. Flyers were sent out
to an equal amount of both male and female patients in an attempt to have a balance of
both sexes.

Research Site. Due to Covid-19 restrictions, the interview was either conducted
on Zoom video-conferencing, face-time, or by telephone. If the participant was not
comfortable with Zoom or utilizing the Internet, the interview was conducted using the

telephone. If the participant was able to use Face-Time with their phone, that access was
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used. The researcher conducting the Zoom video conference, or telephone meeting, was
in a private room. This was either at the Gamma Knife Office with only the researcher in
the room, or their private residence with a plain backdrop. The researcher verified with
the participant that the participant had a quiet and private place in which they felt
comfortable speaking with no distractions.

Recruitment Plan. A flyer was sent out to the TN-treated patients from the office
of the originating private-practice neurosurgeon by their clerical staff (Appendix B). The
flyer was sent to the potential participant’s home address, and when the participant
contacted the researcher via the provided telephone number, the researcher followed a
phone recruitment script (Appendix C). The patient was informed that the researcher was
completing her Ph.D. in Nursing at the University of Hawai‘i at Manoa, and was focusing
on experiences and feelings related to their TN and their decision to have GK. The
participants were asked if they would be interested in sharing their stories, and that it
would involve one interview lasting about 30-45 minutes. They may be contacted a
second time if portions of the interview need clarification. The potential participants were
also asked if they felt that they could recall their experience and would be able to give an
in-depth interview. Due to the Covid- 19 restrictions, no face-to-face meetings were held.

When the participant agreed to be interviewed, a date and time was established, as
well as if they have access to the Internet to do a Zoom videoconference. If they did not,
then a phone interview was scheduled. The interview took place within one week of the
participant contacting the researcher. The consent was sent electronically, and a return
email acknowledged receipt of the consent and acted as an agreement to be interviewed.

If the participant preferred to interview via telephone and did not have Internet access, a
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stamped return envelope with the consent form was mailed to them. The researcher
discussed the informed consent over the phone and reviewed the consent with the
participant (Appendix D). If the participant had Internet service but was not familiar with
Zoom videoconferencing, then an invitation was sent out one to two days before the
interview as a practice session to ensure that the application is working and that the video
and microphone were turned on. Zoom links sent to the participants had an ID number
and password to provide online privacy.

Role of the Researcher. The researcher was the sole person directly involved
with the patient. The same researcher obtained the consent, interviewed the patient, and
follow-up interview needed for clarification. The researcher worked directly with TN
patients and has had extended conversations with several hundred TN patients who have
come to the Gamma Knife Center for GKSR. Therefore, the researcher was comfortable
with the interviewing process. The researcher was also comfortable with redirecting the
participant back to the discussion if it got off-topic.

Procedure. The research consisted of a semi-structured interview via Zoom video
conference or by telephone. Due to the Covid-19 restriction, no face-to-face meetings
occurred. All interviews were recorded on Zoom and the researcher’s iPhone. Notes were
taken to document the participant’s physical responses, facial expressions, pauses, and
hesitancy, if the interview occurs via Zoom videoconference. If the interview occurred
via phone, the researcher paid special attention to verbal expressions and voice tone. If
any other stimuli or actions were present, this was also included in the notes.

Upon the participant’s agreement to be interviewed, the researcher presented and

reviewed the consent for the study, and was sent out either via email or postal mail. The
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participant and researcher went over the consent to ensure comprehension. A copy of the
consent was given to the participant. The researcher explained that the participant would
be tape-recorded, and once the data has been transcribed, the data would be erased. The
participant was informed that the study was entirely voluntary. Patients were free to
refuse to participate, or withdraw from the study at any time, and that they had a right not
to answer any questions if they felt uncomfortable. Once the participant officially agreed
to participate, and consent was established, the interview commenced.

The iPhone, as well as Zoom video, were used to record the interview. Notes were
also taken during the interview to capture emotions, pauses, etc. The iPhone recorder was
turned on and checked periodically for proper function. The instrument used was a set of
open-ended questions and the researcher asked the participant to elaborate as necessary.
After the interview, the researcher asked if she could contact the participant if further
elaboration may be needed, and then the interview was considered completed.

Data Management. The management of the collected information consisted of
transcribing the interview on a secured laptop with password access, and any field notes
were contained in a lock file and only accessible to the researcher. The consent forms
were kept in a separate locked file. No identifying participant data were available and

99 ¢C

each participant was identified as “participant 1, sex and age” “participant 2, sex and
age” etc. according to who was interviewed first, then second, and so on. All notes were
destroyed upon completion of the study.

Data Analysis. Only one researcher conducted the interviews. This maintained

consistency in interviewing guidelines. Each interview endured until data saturation was

obtained. A professional transcriptionist was hired to confidentially transcribe the
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interviews, and the transcriptions were reviewed by the student to ensure no transcription

errors. Dedoose qualitative software was used.

The interview analysis included the following eight-step process based on

Heidegger’s theory (Smith & Osborn 2003; Wojnar & Swanson, 2007; Alase, 2017)

including how the study related to the nursing field.

I.

Reading and rereading the narratives to gather a general understanding of the
participant’s lived experience with TN while setting aside any assumptions of
the data.

Searched for themes and subthemes by looking for words or phrases that were
related to the essence of the research, which can be sectioned off and further
examined, and coded.

Reread each transcript and categorize a pattern in the transcripts to identify
group themes. Looked for hidden meanings and categorize the meanings

to narrow down and highlight tangible words.

Categorized the meanings into a cluster of themes. Verified with the text, or
participants if needed, to ensure the accuracy of the themes was what the
participant wants to portray.

Developed a list of significant statements from the interviews to describe the
experience. Each statement had equal worth and analysis. Looked for common
meaning as well as unique examples and integrated the results.

Identified patterns that connected the themes of the lived experience of living
with TN. Prioritized which themes stood out and acknowledged unique

segments of the transcripts.
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7. Transcribed the analysis, taking into account the participant’s shared data
and researcher interpretation. The use of direct quotations helped the
readers to better comprehend the participant’s experience (Connelly, 2010).

8. The analysis described the researcher’s experience with the subject,

including how the information was relevant to nursing practice.

Trustworthiness. The authenticity and transparency of this study’s rationale,
including data analysis, increases the integrity of this qualitative study.

Credibility. Credibility was achieved as the researcher has worked at the Gamma
Knife Center for over 19 years and has cared for more than 300 TN patients from arrival
for GKSR treatment to completion and discharge, on a one-to-one basis. Thus, the
researcher was very familiar with the GK and TN milieu. Confidentiality was maintained.

Referential adequacy can be achieved by archiving a portion of the study to
review at a later time to evaluate for reliability. The participant’s input was exactly what
they were trying to project in the interview.

Transferability. Through describing the context of the interviews and analysis in
detail, the hope was that the results could be used in other studies, or in further trigeminal
neuralgia research. The setting, framework, or study, may be of use and reference in
future researchers’ investigations.

Dependability. Committee members for this study, and IRB members, could
review the study to evaluate the study’s method and process. It can also be reviewed for
the accuracy of results.

Confirmability. Through using an external auditor, having an audit trail and field

notes, and keeping the focus on the subject, the researcher hoped to provide sufficient
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validity and reliability to ensure that the study was as unbiased and accurate as possible.
Reviewing the final notes with the participants helps to ensure that the exact idea
participants were trying to describe was properly communicated, and clarified as needed.

Risk and Benefits. There were no anticipated risks or benefits to the participants.
However, the participant was informed that they may feel upset when verbally recalling
their pain journey. A twenty-five-dollar gift card of their choice was offered to
compensate for their time. The participant was informed that by participating in this study
and expressing their lived experience, they may be able to help other TN patients. It will
provide nursing with a basis to evaluate their care and potentially encourage further
research based on the experiences shared by these participants.

Limitations. Specific traits of each culture interviewed needed to be evaluated on
a case-by-case basis. The cultural traits may affect how the participants viewed their lived
experiences. Stereotypically, older Japanese men are more reserved and stoic. Korean
women are more verbally expressive and may be overly expressive of their experiences
to the point of exaggeration. Participants not originally from Hawai‘i behave in a more
traditional form as compared to those born in Hawai‘i and raised with Hawaiian culture
regardless of their ancestry. Each culture deals with pain and coping differently.
Matsumoto and Van de Vijver (2012) described it as “un-packaging the cultural
differences” and to look at the correlation of each culture among various cultural groups.

With the above-mentioned considerations examined, survey questions for this
study group needed to consist of using appropriate language that participants were able to
understand. There was potential that participants may be happily relieved that they had

this GK procedure with no negative emotions. They also may not have been experiencing
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the same issues as their peers, and the researcher needed to not encourage a response that
just was not there, or create feelings that previously were not sensed.

Timeline. Another potential limitation was time constraints with obtaining the
participants and the research itself. Since approximately two TN patients are treated
monthly at the Gamma Knife Center, between language difficulties, disinterested
participants, and the time allotted to complete the research, the potential to accumulate
enough appropriate participants within a year time-frame was possible. However, if an
insufficient number of participants were acquired to complete the desired study, the
research data obtained were to be used and analyzed with acknowledgment of the limited
selection.

Institutional Review Board and Ethical Considerations. Research approval
was obtained from the University of Hawai‘i at Manoa, Office of Research and Human
Science Program, before commencing the study. To comply with the IRB, the consent
form was developed to obtain informed consent from the participants (Appendix 1V).

This included an explanation of the study, as well as the researcher’s full name, and who
was directly involved with the research. It also included who may have access to the
recorded information. The names, email addresses, and phone numbers of those directly
involved were included on the consent form. The form described a sample of the questions
that were to be asked and also described the risks and benefits associated with the study.
The participant was informed of a rough timeline needed for the interview. The participant
was also informed that participation is voluntary and they had the option to not participate,

refuse to answer any questions that may make them uncomfortable or drop out completely
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if they wish. They were also offered a twenty-five-dollar gift card to the merchant of their
choice, for compensation for their time.

The participant received a copy of the informed consent. It described that the
information will be kept confidential and that the information will be deleted once the
study was completed. The participant may contact the IRB if they have questions,
concerns, or complaints.

Summary

Through this study, the researcher hoped to further explore the lived experience of
TN patients. Since nursing contact with this demographic has increased over the last
twenty years, nursing research has not been as evident with this new area of TN patients
and treatment issues. Thus, the researcher wanted to expand nursing research in this area
as Gamma Knife procedures become more prevalent, and TN patients become more

visible in patient-nurse interactions.
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Chapter 4: Results.
Sample

Thirty-eight patients were treated for TN at the Gamma Knife Center of the
Pacific during the designated time frame of the study, and 26 patients met the criteria for
inclusion. The invitation flyer to participate was sent to the homes of 13 male and 13
female potential participants, with one flyer from a potential female participant returned
due to no forwarding address. Out of the 25 remaining potential participants, six
individuals agreed to participate in this study.

The informed consent was reviewed with each participant and consent was
obtained. Data were collected via three telephone meetings, two Zoom meetings, and one
interview occurred via iPhone Face-Time.

The participant characteristics are highlighted in Table 1. There was an equal
distribution of gender, three participants were male, and three participants were female.
The age ranged from 42 to 75 years, with an average of 56 years. The race/ethnic
diversity included White (n=2) and Asian [Japanese (n=2), and mixed Pacific Islander
(n=2)]. Only one of the participants continued to have trigeminal pain and desired to be
retreated. One participant had Gamma Knife treatment as well as a repeat treatment, with

both treatments within the designed time frame.
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Table 1: Socio-demographic of the Sample

Socio-demographic characteristics N (%)
Age (mean range) 56yrs.
> 50 yrs. 3 (50%)
< 50 yrs. 3 (50%)
Gender
Male 3 (50%)
Female 3 (50%)
Marital Status
Married 4 (66.76)
Unmarried in 2 (33.3)
Relationship
Employment
Employed 4 (66.7)
Retired 1(16.6)
Disability 1 (16.6)
Race/Ethnicity
White 2 (33.3)
Asian 4 (66.7)
Japanese 2 (50.0)
Mixed Pacific | 2 (50.0)
Islander

Qualitative Results

Recorded interview times fluctuated from 18 minutes to 50 minutes with an
average of 35 minutes. Once interviews were transcribed verbatim, interview recordings

were deleted to protect participant privacy. Guidelines were followed for interpretive

phenomenological analysis, as listed in Chapter Three.

The transcript of the first participant was read several times in search of prevalent
themes. Three distinct themes were captured during the analysis of the first interview.
After that, each subsequent interview was immersively read and evaluated thematically.
In the final analysis the three themes were: (1) Impact on Self, (2) Effect on Social

Interactions, and (3) Pursuing Treatment. Each major theme included four sub-themes.
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Impact on Self included: (a) preoccupation, (b) frame of mind, (c) description of pain,
and (d) connection to suicide. Social Interactions sub-themes included: (a) intimacy, (b)
general daily interactions, (c) work relationships, and (d) supporting public knowledge.
The third theme, Pursuing Treatment, consists of four sub-themes: (a) response to
medications, (b) relationship with healthcare community, (c) seeking alternative care, and
(d) choosing neurosurgical treatment. While all primary themes were evident in each
transcript, not all sub-themes were acknowledged in every interview, such as suicide, or
supporting public knowledge (see Table 2 for exemplar quotes by theme and subtheme).

Theme 1: Impact on Self. This theme represents the participants’ view of what is
happening to them personally as a result of TN, how it has affected them physically, their
thought process, and their emotional impact while living with this condition. It focuses on
their own being without interaction with others, and their perception of what it has been
like to endure this experience.

Preoccupation. Each participant discussed that they were constantly reminded of
either the actual pain during the acute phase or the potential to trigger a painful episode.
The participants described themselves as being cautious at all times. They discussed how
they had to be so careful with any simple action, as it could trigger the pain. Washing
their face could trigger a painful episode. Being in the shower, and the water hitting their
face, could trigger an episode, causing fear to take a shower. Brushing their teeth was a
significant preoccupation and some participants exclaimed they just could not brush at
all. As one participant explained, he didn’t brush his teeth for over a year and was so self-

conscious of his breath being bad from poor oral hygiene that he was afraid to speak.
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Another aspect of preoccupation that many of the participants discussed was the
fear of and difficulty in eating. Several had talked about losing 15 to 30 pounds within a
short period and one participant lost 90 pounds. With such fear of eating, it became a
chore to get food into their mouth and be able to chew. One participant had not gone to a
restaurant in four to five years as eating was so painful.

Lastly, many discussed focused realization that they were isolated and utilization
of sleep as a way to decrease pain. Several participants discussed how they would isolate
themselves in their bedroom. Some wanted to be left alone, and that if they were
sleeping, they wouldn’t feel the pain. They would isolate for weeks at a time with
minimal outside contact. One participant, who had been isolated in her room for several
weeks, described having rare contact with anyone, including her family.

Perception of Pain. Participants described the pain as the worst pain one would
ever endure, and that no one could understand unless they experienced this pain also.
The word “worst” was a common impression, or describing it as being so overwhelming,
or that it was torture. One participant described his pain as if it would be easier if
someone shot him, or pierced an arrow through him. Another participant described it as
going into the ring with a UFC fighter.

The pain was also described as being like a jolt, a lightning bolt, or shock-like
zapping, and may last for one or two seconds. Even though the zap was short, it was very
intense and was there every day. One participant received over 100 shocks a day. Once
the pain started, then any activity had to stop until the pain subsided.

The impact that this trigeminal pain had on their activities of daily living was

significant, as discussed earlier. Attempting to perform daily hygiene and nourishment
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was challenging. All participants discussed the difficulty to eat and had to devise a
strategy to try to swallow food, either because of pain or fear of initiating an excruciating
episode. One participant described himself as looking greyish and malnourished, while
another was concerned about dehydration.

Frame of Mind. Depression and frustration were common feelings. Several
participants described themselves as having felt depressed and crying frequently from
pain, and just wanting to be left alone. One participant described herself as always feeling
grouchy, affecting her relationship with her significant other, but just could not stand to
have anyone around her. Another participant, who was told he didn’t have TN, then
believed he may have multiple sclerosis and would be in a wheelchair within the next few
years, further deepening his depression.

The desire to be left alone and sleep was prominent amongst the participants to
avoid triggering pain. Participants described not being able to be around anyone as they
could not talk, smile, or participate in any activity.

Family members were described as supportive, and participants were grateful but
found it difficult to engage with them. This led to feeling guilty in disconnecting from
family interactions, yet they wanted to be alone. Participants also described themselves as
having never been previously ill and feeling helpless in this unfamiliar role. While they
had to depend on others, they also didn’t want pity.

Depression and frustration were collective feelings, however, some participants
did describe their mood changing when informed that they would receive GK treatment,
with the hopes of pain relief. One participant described himself as giddy and excited that

he may once again possibly live a normal life. Another participant relied on her religious
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beliefs and prayed frequently. She thought that God might be testing her to appreciate
things more in life, and that provided her with hope.

Connection to Suicide. Since TN is otherwise known as the “Suicide Disease,”
the discussion of depression and isolation from pain, mentioned in the previous theme,
could be strong warning signs of potential suicide. The majority of participants
acknowledged that TN was called the Suicide Disease. Two participants discussed their
previous thoughts of ending their lives. While one participant described having had active
thoughts of suicide, the only reason for not following through was out of concern for her
mother. She had thought of various ways to act out plans to end her life and credited her
psychologist for helping her, otherwise, she stated that she “wouldn’t be here right now”
(female, age 44).

Another participant shared that the idea had frequently entered his mind.
Although no specific plan was made to follow through, the idea was relevant enough that
he thought he “would rather be dead than live like this” (male, age 42). He felt like he
was starving to death and desperate. He had informed his wife that it would make more
sense if he was dead, which in turn caused his wife to fear leaving him home alone.

While the other participants did not contemplate suicide, they shared they could
understand the urge due to the excruciating pain. One participant focused on her religion
to help her cope, while another participant expressed how he could certainly understand
drug addiction and overdose in search of pain relief, and why TN patients would choose
suicide.

Theme 2: Effect on Social Interactions. Participants noted that social

interactions were significantly affected when the pain was not controlled, or medication
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side effects made relationships with others difficult. The following sub-themes discuss
the effect that TN had on the participants’ workplace, intimacy with partners and family,
as well as general constraints and limitations of socializing. The analysis also revealed
how the general public can be affected by the participant’s difficulty to engage.

Work Relationship. All participants expressed how TN impacted their work life,
including having to take extended sick leave and going on disability. This, in turn,
required the employers to find replacements. Their employment ranged from the service
industry to working with the legislature. One participant, who was an entertainer, was
concerned about the audience seeing him wince and having to turn away, or slurring
when talking due to the medications.

Other participants shared how their work may have affected the general public.
One participant, who provided marriage counseling, was unable to concentrate during
their professional sessions. Another, who was an educator, described his student
evaluations. He stated that students described him as being unable to concentrate,
disorganized, and forgetful. He admitted that he would lose his train of thought in class,
and all he wanted to do was to go home and sleep. This participant did inform the
students of his diagnosis, so if an attack happened, not to call 911, and that it will pass.
He shared his embarrassment, as this type of information “spreads quickly through the
campus” (male, age4?2).

Another participant, who works with the court system and legislature, expressed
how he would be required to obtain a physician’s note to reschedule court hearings
because the pain was too great to function. Coworkers would notice his behavior and tell

the participant “he seems a bit off”” (male, age 66).
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These experiences, noted by the participants, highlights a further in-depth look at
how TN pain can affect their work capabilities, by missing weeks at a time, or being
unable to function at full capacity. It also provided a view of how it also affected their
coworkers’ lives, as well as the unknowing general public.

Intimacy. Intimacy, for this sub-theme, is defined as a close personal relationship
with another person such as the participant’s spouse or partner, children, or
grandchildren. It can relate to the emotional, physical, or sexual sense that has affected
the participants. Each of the participants related how their TN pain played a role in
disrupting their intimacy with those closest to them.

First, three participants noted issues with physical intimacy with their partners.
They described how their disease affected the intimate bond with their partners.
Participants stated that their partners were supportive, however, they expressed having
difficulty engaging physically, and that just to kiss their partner would either cause actual
pain, or they would have fear of potentially triggering TN pain. As one participant
shared, a passionate kiss with the tongue would trigger the pain, so any kiss would be
simply a peck on the unaffected cheek. Another participant was not able to kiss his
partner, and stated, “ it did affect me that way,” indicating that further sexual intimacy
was altered (male, age 44). He also shared the stress his partner experienced, as she was
afraid to touch him, in fear of triggering a painful episode.

Another participant discussed how inadequate she felt as the pain, or fear of
triggering the pain, was holding her back from being more physically intimate in her
romantic relationship. She described her partner as complaining that he wants to be held

and kissed, and be intimate. She noted that she understood, however felt like she just
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“wanted to be left alone” (female, age 42). Another participant described that while his
wife would try to touch him, he had to tell her to stop, and felt awful rejecting her touch,
with the hopes that she would understand.

While romantic intimacy between partners was impacted, the physical intimacy
between the children and grandchildren was also strained. Again, participants described
their families as being supportive, but emotionally it was difficult as they could not
physically be touched. Two participants described hearing their daughters cry when they
were having a painful attack and how they knew their loved one felt helpless. One
participant described how her grandchildren would make cards and drawings and put
them at the bottom of her bed when she stayed in her room for weeks at a time.

The emotional toll on the participants’ intimate partners and family demonstrates
that the pain not only causes direct challenges to the participant but that the family also
suffers as they watch their loved one retreat from close physical and verbal interactions.
While each participant expressed their appreciation for the support of their loved ones, it
is evident that TN strongly impacted their close relationships.

General Daily Interactions. Participants described limited interactions and how
their diagnosis impacted their activities of socialization. Participants noted little to no
desire to socialize with others. Thus, while participants were able to attend some public
events, they did not partake in the social interactions. Most participants shared that they
did not want to talk to anyone. One participant, while at a wedding reception, just sat at
the table not engaging in conversations. Another participant would attend sports games

but not engage with his friends.
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Another participant didn’t want to be around her friends because they don’t
understand, and the noise from the children was difficult, therefore she felt like she was
pushing her friends away. She explained that she lives in a beautiful home but was just
stuck in her pajamas in her bedroom, and that she just couldn’t be around her friends.

Supporting Public Knowledge. Little is known about the lived experience of TN
patients, as most research articles are medical or physics-based, and will describe the
physical indications of the pain, such as burning, shooting, throbbing, etc. Thus public
knowledge is very limited. While there are several TN support groups on the Internet,
there is no support group for TN patients living in Hawai‘i. Participants described
wishing the public had more knowledge about their disorder, plus more social support
systems with peers who have the same diagnosis. Two participants expressed wishes that
there was a support group where they could interact with other people going through the
same issues. They expressed that they wanted to share with peers information about what
medications work for them, and find a community for support with others who share their
experience. They stated that this would make them feel less alone. They expressed that
more people needed to learn about TN, and wanted to contribute to this study to help
increase public knowledge.

While several participants discussed wanting the public to be more familiar with
TN, they specifically wished that dentists and physicians were more aware of TN and that
it should be easier to be diagnosed. As there is no physical immediate indication of the
disease, as one participant stated, “on the outside, you look fine, but I am not fine”

(female, age 42).
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Theme 3: Pursuing Treatment. Due to the intense pain, patients seek out
medical assistance, which usually consists of prescription medication, dental
consultations, or alternative medicine. Participants described their attempts to achieve
pain relief to the point of requiring neurosurgical treatment. To receive GK treatment,
they would have failed pain control with medication, or the side effects were too
debilitating. They shared their quest to achieve pain control, and ultimately chose GKSR.

Response to Medication. Each participant discussed the negative side effects of
anticonvulsant medications, and how it made them feel sleepy or off-balanced. They
described frustration with frequent physician visits to adjust dosages for their medications
and/or change medications, while in the meantime they remained in pain. Several
participants described being “maxed out” on the dosage strength of their pain medication.
Some participants noted that while they were initially relieved on their pain medication,
over time that relief faded. Two participants described being prescribed a narcotic
medication as well as an anticonvulsant medication, which provided some relief, but were
very concerned about potential opioid addiction.

Drowsiness was a common complaint about the anticonvulsant medications,
apart from not providing enough pain relief. All participants complained about the side
effects of the medications, including feeling very drowsy. One participant stated, “The
pain was largely managed, but I was a zombie” (male age 42), as he described that all he
did was sleep when he wasn’t actively working. Another participant, who had retired to
help her husband, noted that she was now unable to do so because her medications caused

significant drowsiness.
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Dizziness was the other main concern with the anticonvulsant medication. One
participant had noted some pain control with his medications, however, the side effect of
vertigo greatly impacted him. He stated, “ I’d be kind of wobbly sometimes...that feeling
of off-balance like you are drunk...that wobbly” (male, age 44). Another participant
complained of being dizzy while teaching, and almost fell over a few times in class. He
described having to explain this to his students and tell them this was a side effect of his
medication. However, he described the bothersome side effects as a “wonderful tradeoff
to not feel the electricity shoot in my face all day” (male age 42).

Relationship with Healthcare Providers. The experience with healthcare
providers varied widely with the participants. Ultimately the preferred pathway for
patients who were not able to achieve pain control would include neurologist visits for
medication monitoring, and then neurosurgical consultation in a timely manner. The
participant, who followed this preferred pathway to treat his TN, expressed no opinions
on his relationship with his providers. This pathway included a visit to his primary care
provider, referral to a neurologist, attempting various medications, and being able to
manage the pain. However, the side effects were troublesome, thus a neurosurgical
consult was initiated, and the participant was treated with GKSR.

The remaining participants expressed a wide range of opinions, both positive and
negative. The participants who were the most frustrated with physicians were those who
had to endure TN the longest, as they had multiple physicians and specialists. Three
participants changed neurologists as they described them as disinterested, or uncaring.
Another participant was frustrated that his neurologist didn’t seem to know about TN and

sent him to see an endodontist a for root canal, which was performed. The same
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participant, while living on the mainland, was referred to a neurosurgeon, and was told
that he didn’t have TN and couldn’t have surgery because “only women get it” (male age
42).

Due to the location of the trigeminal pain, it is common for patients to seek
dental advice. Four participants consulted with dentists, while three had dental
procedures. Two participants had teeth pulled, while a third had a root canal done at the
request of his neurologist. One participant proceeded to have one tooth after another
extracted until several teeth were pulled, with no relief from the pain.

While participants appreciated the neurosurgeons’ help to achieve pain relief,
most participants felt that the family physicians, neurologists, and dentists were not well
informed about TN. As previously mentioned, they wished that physicians and dentists
were more knowledgeable in both diagnosing TN, and understanding how painful it is.
Several participants had to be assertive with the neurologist to obtain a neurosurgical
consult when they were unable to achieve pain control. Some participants searched the
Internet for treatment possibilities themselves and requested GK treatment from their
neurologists. One participant who searched GK explained that he was crying from pain to
the neurologist and saying “I want it, and I want it now” (male, age 66).

Seeking Alternative Care. Half the participants sought alternative treatment, with
acupuncture being the main choice, but provided no relief. One participant discussed
having “tried it all” (female age 44), including smoking and eating marijuana, CBD oil,
Salonpas patches, Tiger balm cream, as well as acupuncture, and not achieving any relief.

Another participant, who also tried acupuncture, also consulted with an allergist,

an infectious disease physician, and a headache specialist, in search of a diagnosis after
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being told it wasn’t TN. He counted a total of 21 physicians and alternative medicine
appointments before receiving GKSR.

Choosing Neurosurgical Treatment. After a required neurosurgical consultation
is obtained, participants were offered an option of either GKSR or MVD. Most
participants choose GKSR, as the description of the craniotomy procedure was
unappealing. Some participants choose GK because it was an outpatient procedure with
no recovery time, and could be back to work the following day. One participant chose
GK because it would be less invasive, and was concerned that the craniotomy may cause
facial palsy, and might leave a scar. Ultimately all participants chose GKSR at the
suggestions of the neurosurgeon, with the option for a craniotomy in the future. One
participant, when asked about his choice, he jokingly responded with “It was a no-

brainer, for me” (male, age 66).
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Table 2. Exemplar Quotes

Theme

Sub-Theme

Quotations from Transcripts (Sex (M or F) and
age in years)

1. Impact on
Self

a) Preoccupation

b) Perception of
Pain

¢) Frame of Mind

d) Connection to
Suicide

“That’s all you think about.. How long is it going
to be before you can get treatment or something
to help” (F75)

“It’s just too much. It’s an everyday thing, I wake
up with it I go to bed with it” (F42)

“I always had to be aware of what would trigger it”
(M44)

“I couldn’t even eat cause every time I touch my
lips it trigger really bad. I couldn’t drink, I was
getting dehydrated” (F66)

“The worst pain mankind can go through...” (F75)

“I can’t explain the pain, it was so overwhelming”
(M42)

“I don’t know if being hit by a car would hurt that
bad” (M66)

“People can’t handle a headache, and this is a
hundred thousand times worse” (F42)

“The severe frustration and borderline depression
was there, cause | felt so handicapped” (M42)

“Emotionally, I got to tell you, it tore at me...I was
crying” (M66)

“You don’t have a life, you don’t want to do
anything” (F42)

“I don’t want to hear anything, or do anything. I

just want to rest” (F75)

“I could not see myself going through life with this
pain...”(F75)

“It would make more sense if [ was dead” (M42)
“I thought of so many ways to just not be here...

“(F42)

“Suicide never crossed my mind.. but I could

certainly understand why this would cause people

to do that” (M66)
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Table 2. (Continued) Exemplar Quotes

Theme Sub-Theme Quotations from Transcripts (Sex (M or F) and
age in years)
2. Effect on a) Intimacy “Something as simple as kissing, it did affect me
Social that way” (M44)
Interaction “I’m not affectionate enough... I’'m always

b) Work
Relationships

c¢) General Daily
Interactions

d) Supporting
Public
Knowledge

hurting” (F42)

“I could give a peck...I couldn’t give a more
passionate kiss” (M42)

“I was off limits to everybody” (F75)

“I do marriage counseling and my mind wasn’t on
it” (M42)

“The banging of the pots, the lights, it was
horrible” (F42)

“I was worried about wincing in front of the
audience” (M44)

“I was off work for 30 days and then felt better for
2 weeks and then off for 3 weeks cause I couldn’t
tolerate that again” (F66)

“] was a real hermit, I didn’t interact with
anyone...”(F75)

“For probably 4 or 5 years, [ didn’t go to a
restaurant” (M42)

“I never walked the dog...I was afraid to go into
the backyard” (F66)

“You don’t have a life, you don’t want to do
anything, you sort of push people away... you
don’t want to be around anybody” (F42)

“More people, if it’s possible, need to know about
this” (F75)

“It makes me wish that dentists, in general
practice...it has to be easier for them to say what

itis” (M42)

“How can we talk to people and have support
groups to make sure people know you are not
alone” (F42)

“If we had a support group going, and we talked
about you know what... This medication works
for me” (M66)
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Table 2. (Continued) Exemplar Quotes

Theme

Sub-Theme

Quotations from Transcripts (Sex (M or F) and
age in years)

3. Pursuing
Treatment

a) Response to
Medications

b) Relations with
Healthcare
Community

c) Seeking
Alternative
Care

d) Choosing
Neurosurgical
Treatment

“I’m maxed out on two medications, I can’t ever
stay awake, it’s dangerous walking to work from
tripping over” (M42)

“The medicine maybe even caused me to slur my
words” (M44)

“...Those are opiates, right, Or painkillers. I so I
took that, that helped me but I was sleeping a lot”
(F66)

“It was one tooth, then the next tooth, then the next
tooth. I kept on having them pull it out” (F42)

“I believe a neurologist, like a psychologist...they
prescribe you medication... his job is ...let’s give
him the medication” (M66)

“And this doctor, he wasn’t really helpful .... He
would tell me” let me touch your face” and I had
to say No, back off” (F66)

“I tried acupuncture for other things ..and that
worked great, but for this particular issue it didn’t
do anything” (M44)

“I’ve done marijuana, I’ve done CBD but nothing
really puts you to where it’s at ease” (F42)

“Counting dentists and endodontists as well, |
counted 21 doctors visits” (M42)

“When they told me it would take 45 minutes or an
hour ,,,I said “of course I would like to try it”
(F75)

“He gave us the options...the cranial one sounded
awful” (F66)

“He said “Well there’s something called Gamma
Knife Surgery” I said “I want it and I want it
now, as soon as you can’ (M66))

“He presented a couple of options. One was more
like brain surgery, like cutting in to my brain,
ugh!” (M44)
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Chapter 5: Discussion

This study explored the lived experience of TN patients, and what lead to their
decision to proceed with GKSR. The design of the study, interpretative phenomenology,
focused on the day-to-day life with TN and the impact it had on them while living it. The
participants disclosed their perception of their lives, and their subjective experiences of
being in the world, including relating with others, i.e. partners, family, work, and the
healthcare community. Three common themes emerged from the data (1) Impact on Self,
which described how TN pain significantly affected them personally (2) Effect on Social
Interactions, which described the effect their pain had on others and (3) Pursuing
Treatment, which described the challenging relationship with the health care community.
Most importantly, this study also highlighted the increased risk for suicide, the disruption
in their work and social activity, and the complexity in obtaining proper diagnosis and
treatment for TN pain.

Findings from this study suggest that persons with TN have many similarities
with other chronic neuropathic pain sufferers, which include disturbance in physical and
social activities (reflective in impact on self and effect on social interaction), as well as
pharmacological and healthcare issues (reflective in their pursuit of treatment). The most
significant finding was the participants’ description of their feelings of depression and
thoughts of suicide. They described their feelings of frustration, depression, isolation, and
thoughts of suicide from being unable to obtain good pain control. This is consistent with
other studies regarding chronic pain. Brammer (2018) discussed the significant link
between depression and pain, especially among patients with chronic back pain,

psychometric pain, and migraines. It is estimated that around 30% of patients suffering
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specifically from neuropathic pain have depression, however, it is often under-diagnosed
which postpones mental health treatment, (Cheris, Zouari, Cherif, Haddad, Cheour &
Damak, 2020).

In this study, participants who had serious thoughts of suicide described not being
able to achieve pain relief, causing frustration and depression which was the impetus for
their suicidal thoughts. The closest resemblance to TN pain would be chronic cluster
headaches, with similar symptoms including recurrent, sharp, excruciating, and
debilitating episodes. Koo, Bayoumi, Albanna, Abusulimam, Buronne et al. (2021)
discussed the significant increase in depression and suicide ideation amongst persons
with chronic cluster headaches and the implication of severe depression leading to suicide
as a perceived solution to end their painful suffering. This is comparable to the study
participants’ expressions of not being able to tolerate living with their trigeminal pain.

Another report has noted that regardless of mental health diagnosis or
socioeconomic standing, patients suffering from chronic pain were more likely to have
serious suicidal thoughts, or attempted suicide within 12 months (Racine, 2017). The two
current participants who had significant thoughts of suicide were from different socio-
economic backgrounds, yet both had contemplated ending their lives. While other
participants discussed suicide, they did not personally contemplate it; however, they did
express that they could relate to the despair. Thus similarities regarding depression and
potential for suicide found in this study are parallel with other chronic pain studies in
depression and suicide ideation. Clearly, this connection requires further research and

intervention.
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Another significant study finding was the impact that the diagnosis had for the
participants as related to their relationships with their family, friends, and at their
workplace. There was a significant connection between the severity of pain and
psychological and social effects on their quality of life (Topcu, 2018). Quality of life is
an important aspect in the development of the individual, and in turn, the family and
community (Golics et al., 2013). When the patient suffers from chronic pain, one’s
demeanor, self-esteem, and productivity are impacted. This ultimately can also affect the
family unit and negatively influence the well-being of the patient with the spouse and/or
children (West, et al., 2012).

Golics et al. (2013) discussed the effect that disease has in conjunction with
partner relationships, the potential breakdown in intimacy, and the feeling of helplessness
amongst the family members, as well as the family impact on social activities.
Jaaskelainen (2019) reviewed how orofacial pain, which has similar symptoms as TN
pain, interferes with social interactions as it hinders routine common social gestures. This
includes acts such as speaking and eating, which in turn leads to patients withdrawing
and isolating. The TN participants in this study also expressed how they withdrew from
social situations due to pain. Rozen and Fishman (2011) discussed cluster headaches,
which have similar symptoms as TN, and the effect that suffering from cluster headaches
had on the workplace: in which 11% of their study participants missed more than 30 days
per year of work. This is in line with the current study findings where TN participants
shared experiences of missed time at work.

The third significant finding was the participants’ frustration with the medical

community. Between being misdiagnosed, mismanaged, and having unnecessary dental

49



procedures, study participants were discouraged and felt they were not taken seriously.
One of the most significant emotions that people with chronic pain feel is frustration.
Plus, frustration may escalate when they feel they are not credible in their explanation of
their pain, feel judged, scrutinized by the health care community, and caught up in a
continuous cycle of failed treatments (Dow, Roche, & Ziebland, 2012).

The International Classification of Headache Disorders 3™ edition grouped
several neuropathic cranial disorders together including TN, although symptoms vary
from one diagnosis to another (Obermann, 2019). Chronic orofacial neuropathic pain,
such as TN, phantom tooth pain, burning mouth syndrome, and post-herpetic neuralgia
are frequently seen in dental clinics, and dentists may attempt to relieve the pain with
dental procedures causing unnecessary tooth extractions (Tinastepe & Oral, 2013). As
chronic orofacial pain treatment is delayed or improperly diagnosed, it increases
psychiatric issues including anxiety and depression (Jaaskelainen, 2019). This is
consistent with the participant’s description of frequent physician visits, misdiagnosis,
and unnecessary dental procedures, in an attempt to relieve their pain.

While there were several similarities between study participants and other reports
explicating experiences of those with other chronic pain disorders, this study highlights a
few noted differences, things that were unique with a TN diagnosis. First is a potential for
neurosurgical intervention, and second is the lack of mental health evaluation for these
persons.

Magnetic resonance imaging plays a significant role in identifying TN (Bendtsen,
Zakrzewska, Abbott, Braschinsky, DiStephano, et al., 2019), and one of the main

differences between patients with chronic pain, including orofacial issues, and TN, is the
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potential for surgical treatment to relieve pain. Where pharmaceutical treatment,
misdiagnosis, and psychosocial issues are all similar between chronic pain patients and
TN patients, the key difference with TN patients is that neurosurgical options are
available with GKSR and MVD to relieve TN pain. Other sensory nerve defects are
difficult to find and require further diagnostic studies for treatment (Jaaskelainen, 2019).

The other difference is the limited access to psychological treatment for TN
patients. Cognitive concerns, depression, and social withdrawal are not routinely
evaluated during usual care/medical visits for TN patients compared to patients followed
in pain clinics (Allsop et al., 2015). Although TN patients are classified amongst the
orofacial chronic pain disorder group, they do not benefit from treatment other orofacial
patients may utilize, i.e. behavioral therapies, acupuncture, etc., and mental/emotional
screening is not routinely done. Clearly, this also is an area for future research and
intervention.

Implications for Nursing

The findings have a multitude of implications to examine further with the goal to
advance the care provided to TN patients. The following describes the study implication
for nursing practice, nursing education, nursing research, and policy.

Implications for Nursing Practice. Nurses should seek to understand the
individual patient’s experiences and understand that they may share similar struggles
with other TN patients. Nurses can engage the TN patient and acknowledge the difficulty
that they have endured before treatment. By asking questions about their diagnosis, it lets
the patients know that the nurse caring for them understands the disease and is interested

in their journey to GKSR. Asking questions about how they tolerated their medications,
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their eating habits, how they have been impacted by the pain, etc. opens up a dialogue
between nurse and patient to allow them to verbally express their feelings regarding their
challenging road to GK treatment.

The nurse should seek to build a trusting relationship with the patient and engage
in open communication about the impact of the disease/diagnosis on mental health and
the risk for suicide. While patients coming for TN treatment may have hope they will find
pain relief, the GK radiation is a slow treatment and patients are unlikely to have
immediate pain control, which in turn may increase risks for diminished mental health
and suicide. While building a trusting relationship with the patient, a mental health and
suicide screening should be done during this time and provide the patient with the
appropriate resources as needed, including phone numbers and email for local mental
health services. Because a significant number of patients who died by suicide had tested
negative for suicide risk during screening or were missed as they were not in an acute
phase, higher-risk patients may go unnoticed (Bryan, Kanzler, Grieser, Martinez, Allison,
& McGeary, 2016).

A nurse who has developed a rapport with the patient about their TN journey can
further evaluate for risk, and act accordingly. While they are unlikely to be having
suicidal thoughts while at GK, if patients acknowledge that they have had thoughts in the
past, then the phone numbers and website of local mental health agencies can be given
immediately to the patient with their discharge instructions. Before GK treatment, TN
patients may have limited contact with nursing, so during the short time that the nurse is
involved with the patient, it provides an opportunity to evaluate the potential for harm.

Due to the elevated risk for mental health disorders and potential for suicide, the GK
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treatment area is another place to provide mental health resources and referrals. Nurses
can follow up with the patient’s primary care provider or neurologist if an increasing risk
is identified.

While there are no local-based TN support groups, there are several online TN
support groups, and the nurse can suggest this option. The online groups include patient-
initiated groups, groups that incorporate participation with healthcare providers, and
alternative therapy support groups. There is also a support group for the TN patient’s
family and friends.

Implications for Education. The cost of chronic pain in the United States is
roughly $600 billion, not only due to multiple medical visits, but also to income
disturbances, and decreased general productivity at work and home (Wilson, 2014). The
cost specific to orofacial pain annually, which includes TN, is approximately $100 billion
in the United States. Thus delayed or inappropriate treatments, and misdiagnosis, play a
significant role in overall health care costs (Jaaskellainen, 2019).

Almost all participants indicated that they wished the healthcare community were
more informed about TN. Educational interventions at both the undergraduate and
graduate level should teach nurses to 1) better understand chronic pain, including TN, 2)
implement appropriate measures for pain relief, 3) help control healthcare costs related to
chronic pain. Additionally, assessing the level of pain, by using pain scales, are necessary
in TN treatment. That way these specific patients can get access to appropriate treatment
for pain relief. These educational measures may also help control healthcare costs by

decreasing delayed health management.
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Additionally, education is needed at the advanced practice level. It is estimated
that the demand for nurse practitioners specializing in pain management will increase by
19% by 2022 and pain management nurses have a higher than average potential for job
growth (Staff writers, 2020). The American Nurses Credentialing Center (n/d) also
provides certification for nurses, both NPs and non-NPs, wishing to specialize in pain
management. Schools of nursing should implement curricula following the International
Association for the Study of Pain Curriculum Outline on Pain for Nursing guidelines to
develop the next generation of nurses and nurse practitioners who are skilled in pain
assessment and management (IASP, 2021).

Implications for Nursing Research. Further research is needed to develop
interventions to support persons with TN in the following areas: 1) diagnosis and pain
relief, 2) mental and physical health, and 3) family support. This research would be
beneficial to the nurses and nurse practitioners, including those working in pain clinics,
outpatient health centers, and emergency departments, to support the TN patient. This
added research would also benefit other healthcare areas besides nursing including
medicine, social services, and nutritional studies.

Research that further explores the nurses’ perception of trigeminal pain, and their
understanding of appropriate pain-relieving strategies, should be further studied. As
nurses and nurse-practitioners are having increased contact with TN patients, their
comprehension of this diagnosis and the impact of living with TN is the basis for
continued improvement to provide comfort and pain relief.

Additional studies are needed to better understand the rate of TN-related suicide,

as well as suicide deterrents for the TN patient, and coping with TN-related depression.
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Studies that further examine issues around mental health and suicidal ideation will help
the nurse to better evaluate for potential mental health crises, as well as what
interventions are appropriate. Further investigation of this topic on a national level would
be beneficial to examine if this phenomenon is experienced countrywide and if there is
prevalence in one region compared to another.

Other studies that would be beneficial would include further exploring the effect
TN had on partners and the family. Since the family is also affected by this diagnosis,
exploring mental health coping strategies would provide an opportunity for nursing to
further provide assistance that would benefit the patient as well as the family.

Implications for Nursing Policy. The WHO is including Chronic Pain in the
eleventh version of the International Classification of Diseases (ICD-11). This will
include a biopsychosocial model being developed by a task force from the International
Association for the Study of Pain. The hope with this ICD-11 inclusion is that chronic
pain will be officially acknowledged as a separate disease, and patients will have
improved access to treatment worldwide (Barke, 2019). The WHO also acknowledged
that suicide is a risk factor for individuals with chronic pain and included it in part of
their global initiative. WHO recommends that patients older than 10 years of age and
suffering from chronic pain receive routine clinical assessments to identify suicidal
behaviors (Racine, 2017).

The newest guidelines from the U.S. (2019) Pain Management Best Practices
Inter-Agency Task Force Report, provide the best practices for both acute and chronic
pain management. This comprehensive document provides updates, gaps, inconsistencies,

and recommendations in the treatment of chronic pain with an emphasis on revised
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opioid guidelines. It covers several classes of medication to best provide improved QOL
while providing pain relief. Other guidelines include restorative therapies i.e. massage
and ultrasound, and interventional procedures. Most insurance companies cover both
GKSR and microvascular decompression, making it available once the neurosurgical
recommendation has been established.

The expansion of Healthy People 2030 is in development to further elaborate on
their previous goals regarding high-impact chronic pain. These objectives include
decreasing the incidence of high impact chronic pain, increasing the patient’s self-
management, and decreasing the negative effect that chronic pain has on the family
(Healthy People, 2020, 2014).

Limitations

This study should be viewed in context to its limitations. First, although
phenomenology studies often have small sample sizes, the sample size for this study is a
factor that limits generalizability. Additionally, future studies should seek national
representation and greater diversity by race, ethnicity, age, gender, and socio-economic
status to explore further commonalities and differences. Second, there are no participants
less than 42 years or over 75 years. While most patients are within the age of the sample
group, there are several patients in the 20 to 30 age range, as well as over 75 years,
including patients into their 90’s, who also are treated with GK. Third, all participants
were either married or had a partner for support and assistance. No participants were
single and living alone, which would have provided another aspect in socialization and

coping capabilities.
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However, despite these limitations, the study discovered an important
phenomenon and experience, including their perception of the lack of healthcare
knowledge, the impact of the physical pain, difficulties with daily living, and potential for
suicide. Although the sample size was limited, there was equal representation among
males and females and no differences were found between gender or race/ethnicity.

Conclusion

This study offered the TN patients’ perspective of their lives while living with
their diagnosis. They shared their experiences as seen through their eyes, so the reader
can have a better understanding of the phenomenon. The interviews provided insight into
the impact it had on their lives and their association with others. They shared about the
challenges with healthcare, and their decision to have GKSR. Using the interpretative
phenomenology approach, the data analysis also focused on how nursing can be
enhanced when caring for TN patients. It provided a direction for nurses to connect with
the patients through recognizing the disease issues with them and the struggles they have.
This, in turn, may open up a dialogue between patient and nurse to allow nursing to assist
with their concerns for pain control, nutrition, and emotional despair as well as provide

new areas for further nursing research.
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Appendix A
Trigeminal Neuralgia Study Research Questions
I am interested in what your experience has been like living with Trigeminal Neuralgia....

1. Can you please describe what was it like living with Trigeminal Neuralgia? For
example, can you tell me what your home life was like, your work life, how it
affected your relationship with your family and friends?

2. Can you tell me about your experience in getting relief for your trigeminal pain?
As an example, can you elaborate on your experience with your medications, the
physicians and the medical system?

3. Can you tell me about your decision to have Gamma Knife Stereotactic
Radiosurgery? What made you decide to have Gamma Knife Stereotactic
Radiosurgery?

4. May I contact you if | need some clarification about our interview regarding your

experience with Trigeminal Neuralgia and Gamma Knife?
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APPENDIX B
The University of Hawai'i is conducting a study:
The Lived Experience of Trigeminal Neuralgia Patients and Their Decision to

Undergo Gamma Knife Stereotactic Radiosurgery Treatment for Pain Control

Have you been treated with Gamma Knife Stereotactic Radiosurgery for your

Trigeminal Neuralgia pain?

If the answer is YES...

Maureen O’Neil, RN, MSN would like to invite you to participate in a research study.

The purpose of the study is to learn more about the experiences in living with trigeminal
neuralgia, and how it affects daily living to the point of choosing Gamma Knife
treatment. This study is part of the researcher’s PhD dissertation with the University of
Hawai‘i at Manoa.

* The study would consist of an interview - lasting 30 to 45 minutes.

* The interview may take place by Zoom videoconference, or by phone.
* A $25. gift card compensation will be offered for your time.

* A summary of the study will be available to the study volunteers.

To learn more about the study,

Please call Maureen O’Neil, RN at 808-429-1774
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Appendix C
Phone Recruitment
Hello,

My name is Maureen O’Neil and | am a doctoral student at the School of Nursing and
Dental Hygiene at University of Hawai‘i at Manoa. Thank you for responding to my
flyer about participating in my research study. This study is about adults who have been
living with Trigeminal Neuralgia and made the decision to have Gamma Knife
Radiosurgery to relieve their pain. You are eligible to be in this study because of your
Trigeminal Neuralgia diagnosis and had Gamma Knife treatment.

If you decide to participate in this study, you will be asked to describe what your personal
experience was like living with Trigeminal Neuralgia and what made you decide to
proceed with Gamma Knife treatment. We could either meet on Zoom videoconference,
or by a phone interview and I would audio-record our interview. This interview should
take about 30 minutes to 45 minutes. The information is to further help health care
professionals understand the feelings and thoughts patients have about their Trigeminal
Neuralgia treatment and deciding to have Gamma Knife for pain relief. Do you feel that
you are able to recall your experience with trigeminal neuralgia and able to elaborate
what it was like prior to your Gamma Knife treatment?

Remember, this is completely voluntary. You can choose to be in the study or not. Your
identity and interview as a participant will remain confidential.

I have would like to review the consent with you and you can decide if you would like to
participate. | am offering a twenty-five dollar gift card to a retailer of your choice in
appreciation to you for sharing your time.
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Appendix D

Aloha! My name is Maureen O’Neil and you are invited to take part in a research study. I
am a graduate student at the University of Hawai'i at Manoa, in the School of Nursing
and Dental Hygiene. As part of the requirements for earning my graduate degree, I am
doing a research project.

What am I being asked to do?
If you participate in this project, I will meet with you for an interview on Zoom
videoconference, or via telephone, at a time convenient for you.

Taking part in this study is your choice.

Your participation in this project is completely voluntary. You may stop participating at
any time. If you stop being in the study, there will be no penalty or loss to you. Your
choice to participate or not participate will not affect any subsequent medical treatment.

Why is this study being done?

The purpose of my project is to explore the lived experience of patients who have
trigeminal neuralgia and how they decided to proceed with Gamma Knife Stereotactic
Radiosurgery.

I am asking you to participate because you have been diagnosed with Trigeminal
Neuralgia and have undergone Gamma Knife treatment for your pain.

What will happen if I decide to take part in this study?

The interview will consist of 4 open-ended questions. It will take 30 minutes to 45
minutes. Interview questions will include questions asking you to describe what it was
like to have trigeminal neuralgia, what challenges did you have and what made you
decide to have Gamma Knife treatment.

Only you and I will be present during the interview. With your permission, I will audio-
record the interview so that I can later transcribe the interview and analyze the responses.
You will be one of about 8 people I will interview for this study. With your permission,
I will also video-record the interview so that I can analyze your movements during the
interview

What are the risks and benefits of taking part in this study?

I believe there is little risk to you for participating in this research project. You may
become stressed or uncomfortable answering any of the interview questions or discussing
topics with me during the interview. If you do become stressed or uncomfortable, you
can skip the question or take a break. You can also stop the interview, or you can
withdraw from the project altogether.

If you feel that you are anxious or depressed from recalling your experience, there are
several agencies that offer mental health support. These include:

a). Hawai‘i Cares: 832-3100 or 1800-753-6879  health.hawaii.gov

b). Catholic Charities Hawai‘i (808)524-4673  catholiccharitieshawaii.org
c¢). Aloha United Way Dial 211 auw211.org
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There will be no direct benefit to you for participating in this interview. The results of
this project may help improve the nursing care of trigeminal neuralgia patients
undergoing Gamma Knife Stereotactic Radiosurgery. A summary of the study will be
available to you.

Privacy and Confidentiality:

I will keep all study data secure in a locked filing cabinet in a locked office/encrypted on
a password-protected computer. Only my University of Hawai'i advisor and I will have
access to the information. Other agencies that have legal permission have the right to
review research records. The University of Hawai'it Human Studies Program has the right
to review research records for this study.

After I write a copy of the interviews, I will erase or destroy the audio and video-
recordings. When I report the results of my research project, I will not use your name. I
will not use any other personal identifying information that can identify you. I will use
pseudonyms (fake names) and report my findings in a way that protects your privacy and
confidentiality to the extent allowed by law.

Compensation:
You will receive a $25 gift certificate to the store of your choice for your time and effort
in participating in this research project.

Future Research Studies:

Identifiers will be removed from your identifiable private information. Even after
removing identifiers, the data from this study will not be used or distributed for future
research studies.

Questions:

If you have any questions about this study, please call or email me at 808-429-1774 or
moneil@hawaii.edu. You may also contact my advisor, Dr. Kristine Qureshi at 808-956-
2638 or kqureshi@hawaii.edu. You may contact the UH Human Studies Program at 808-
956-5007 or uhirb@hawaii.edu. to discuss problems, concerns and questions; obtain
information; or offer input with an informed individual who is unaffiliated with the
specific research protocol. Please visit http://go.hawaii.edu/jRd for more information on
your rights as a research participant.

If you agree to participate in this project, please sign and date this signature page and
return it to: moneil@hawaii.edu
Keep a copy of the informed consent for your records and reference.
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Signature(s) for Consent:

I give permission to join the research project entitled, “The Lived Experience of
Trigeminal Neuralgia Patients and Their Decision to Undergo Gamma Knife Stereotactic
Radiosurgery Treatment for Pain Control.”

Please initial next to either “Yes” or “No” to the following:

Yes No I consent to be audio-recorded for the interview portion of
this research.

Yes No I consent to being video-recorded for the interview portion
of this research.

Name of Participant (Print):

Participant’s Signature:

Signature of the Person Obtaining Consent:

Date:

Mahalo!

Thank you.

65



References

Adams, H., Pendelton, C., Latimre, K., Cohen-Gadol, A., Carson, S., & Quinones-
Hinojosa, A. (2011). Harvey Cushing’s case series of trigeminal neuralgia at
the Johns Hopkins Hospital: a surgeon’s quest to advance the treatment of the
‘suicide disease’. Acta Neurochir, 153, 1043—1050. doi: 10.1007/s00701-
011-0975-8

Alase, A. (2017). The interpretative phenomenological analysis (IPA): a guide to a
good qualitative research approach. International Journal of Education &
Literacy Studies, 5(2), 9-19. doi:10.7575/aiac.ijels.v.5n.2p.9

Allsop, M., Twiddy, M., Grant, H., Czoski-Murray, C., Mon-Williams, ....& Pavitt, S.
(2015). Diagnosis, medication, and surgical treatment for patients with
trigeminal neuralgia: a qualitative study. Acta Neurochir, 157, 1925-1933. doi:
10.1007/s00701-015-2515-4

American Nurse Credentialing Center, (n/d). American Nurses Association
Enterprise, Retrieved from: https://www.nursingworld.org/ancc/

Araya, E., Claudino, R., Piovesan, E., & Chichorro, J. (2020). Trigeminal neuralgia:
basic and clinical aspects. Current Neuropharmacology 18(2), 109-119.
doi:10.2174/1570159x17666191010094350

Avbovbo, U., & Appel, S. (2016). Strategies to alleviate anxiety before the placement
of a stereotactic frame. Journal of Neuroscience Nursing, 48(4), 224-228. doi:
0.1097/JNN.0000000000000204

Azar, M., Yahyavi, S., Bitaraf, M., Gazik, F., Allahverdi, M., Shahbazi, S., & Alikhana,

M. (2009). Gamma knife radiosurgery in patients with trigeminal neuralgia:

66



quality of life, outcomes and complications. Clinical Neurology and
Neurosurgery, 111, 174-178. doi:10.1016/j.clineuro.2008.09.020

Barke, A., (2019). Chronic pain has arrived in the ICD-11. International Association
for the Study of Pain. Retrieved from https://www.iasp-pain.org/
PublicationsNews/NewsDetail.aspx?[temNumber =8340& navItem
Number=643

Bendtsen, L., Zakrzewska, J., Abbott, J., Braschinsky, M., D1 Stefano, G., ...& Cruccu,
G., (2019). European Journal of Neurology, 26(6), 831-849. doi:
10.1111/ene.13950

Bitanga, M., (2017). What’s trigeminal neuralgia? Nursing 2021, 47(11), 67. doi:
10.1097/01.NURSE0000525995.89850.10

Blumstein, B., & Barkley, T. (2015). Neuropathic pain management: a reference for
the clinical nurse. Medsurg Nursing, 24(6), 381-390. Retrieved from: http://
web.b.ebscohost.com.eres.library.manoa.hawaii.edu/ehost/pdfviewer/pdfvi
ewer?vid=5&si1d=2243a35b-¢940-4420-99d9-c68e8b46¢c710%40sessionmgr1 03

Brammer, S., (2018). What interventions improve outcomes for the patient who is
depressed and in pain? Pain Management Nursing, 19(6), 580-584.
doi:10.1016/j.pmn.2018.06.006

Brown, C., (2003). Surgical treatment of trigeminal neuralgia. AORN Journal, 78(5),
743-758. doi:10.1016/S0001-2092(06)60634-0

Bryan, C., Kanzler, K., Grieser, E., Martinez, A., Allison, S., & McGeary, D. (2016). A
shortened version of the suicide cognitions scale for identifying chronic pain

patients at risk for suicide. Pain Practice, 17(3), 371-381.

67



doi:10.1111/papr.12464

Chan, Z., Fung, Y., & Chien, W. (2013). Bracketing in phenomenology: Only
undertaken in the data collection and analysis process. The Qualitative Report,
18(59), 1-9. doi:10.46743/2160-3715/2013.1486

Cheatle, M., (2011). Depression, chronic pain, and suicide by overdose: On the edge.
Pain Medicine, 12, S43-S48. doi: 10.1111/j.1526-4637.2011.01131.x

Cherif, F., Zouari, H., Cherif, W., Hadded, M., Cheour, M., & Damak, R., (2020).
Depression prevalence in neuropathic pain and its impact on the quality of life.
Pain Research and Management. Vol 2020 1-8 doi:10.1155/2020/7408508

Connelly, L. (2015). Life-worlds in phenomenology. Medsurg Nursing, 24(2), 119-
120. Retrieved from: http://web.b.ebscohost.com.eres.library.manoa.
hawaii.edu /ehost/pdfviewer/pdfviewer?vid=1&sid=f54e1e3{-ff02-482d-
8e57-4b47¢080c2aa%40pdc-v-sessmgr02

Dai, Z., Huang, Q., Liu, H., & Zhang, W. (2016). Efficacy of stereotactic gamma knife
surgery; a retrospective study of 220 cases from a single center. Journal of
Pain Research, 9, 535-542. doi:10.2147/JPR.S110161

Davis, B., & Vanderah, T., (2016). A new paradigm for pain? The Journal of Family
Practice, 65(9), 598-606. Retrieved from: https://www.mdedge.com
/familymedicine/article/111257/pain/new-paradigm-pain

DeLaune, A., Jawahar, A., & Nanda, A. (2002). The gamma knife nurse: defining roles
and responsibilities. Journal of Neuroscience Nursing, 34(1), 25-29. doi:

10.1097/01376517-200202000-00006

638



Dow, C., Roche, P., & Ziebland, S., (2012). Talk of frustration in the narratives of
people with chronic pain. Chronic Illlness, 8(3), 176-191. doi:
10.1177/1742395312443962

Elekta, (2018). Gamma Knife radiosurgery hits half-century mark with over million
patients treated. Retrieved from: https://www.elekta.com/pressreleases/
B7A42A48AE8242B9/gamma-knife-radiosurgery-hits-half-century-mark-
with-over-a-million-patients-treated/

Fedder, H. (1948) Nursing care in trigeminal neuralgia. The American Journal of
Nursing, 48(6), 370-371. doi:10.2307/3457547

Gagliardi, F., Spina, A., Balo, M., Boari, N., Cavilli, A.,....& Mortini, P. (2018).
Effectiveness of gamma knife radiosurgery in improving psychophysicial
performance and patient quality of life in idiopathic trigeminal neuralgia. World
Neurosurgery, 2(110), 776-785. doi:10.1016/;.wneu2017.11.096

Golics, C., Basra, M., Finlay, A., & Salek, S. (2013). The impact of disease on family
Members: a critical aspect of medical care. Journal of the Royal Society of
Medicine, 106(10), 399-407 doi:10.1177/0141076812472616

Haber, M. (1958). Nursing care of the patient with trigeminal neuralgia. The
American journal of Nursing, 58(6), 855-858. d0i:10.2307/3472829

Heidegger, M., (1962). Being and time. New York: Harper & Row.

Husserl, E., (1964). The phenomenology of internal time-consciousness. Bloomington:
Indians University Press.

Husserl, E., (1970). The crisis of the European sciences and transcendental

phenomenology. Evanston: Northwestern University Press

69



Jaaskellainen, S. (2019). Differential diagnosis of chronic neuropathic orofacial pain:

Role of clinical neurophysiology. Journal of Neurophysiology, 36(6), 442-449.
doi:10.1097/WNP.0000000000000583
International Association for the Study of Pain, (2021). IASP curriculum outline on
pain for nursing. Retrieved from: https://www.iasp-
pain.org/education/curricula/iasp-curriculum-outline-on-pain-for-nursing/
Jawahar, A., Wadhwa, R., Berk, C., Caldito, G., DeLune, A., Ampil, F., ..... & Nanda, A.
(2005). Assessment of pain control, quality of life, and predictors of success
after gamma knife surgery for the treatment of trigeminal neuralgia.
Neurosurgery Focus, 18(5):ES8. doi:/abs/10.3171/foc.2005.18.5.9
Kedamath, N., & Shruthi, R. (2015). MRI as an essential diagnostic approach for
trigeminal neuralgia. Journal of Maxillofacial and Oral Surgery, 114(1), 462-
464. doi:10.1007/s12663-014-0677-x
Kondziolka, D., Zorro, O., Lobato-Polo, J., Kano, H., Flannery, T., Flickinger, J., &

Lunsford, L. (2010). Gamma Knife stereotactic radiosurgery for idiopathic

trigeminal neuralgia. Journal of Neurosurgery, 112, 758-765. doi:
10.3171/2009.7.JNS09694)

Koo, B., Bayoumi, A., Albanna, A., Abusuliman, M., Buronne, L., Sico, J., & Schindler,

A., (2021). Demoralization predicts suicidality in patients with cluster headache.

The Journal of Headache and Pain. 22(1) 1-10. doi:10.1186/s10194-021-
01241-7

Larner, D., (2014). Chronic pain transition. A concept analysis. Pain Management
Nursing, 15(3), 707-717. doi:10.1016/j.pmn.2013.04.003

Laverty, S. (2003). Hermeneutic phenomenology and phenomenology: A comparison of

70



historical and methodological consideration. International Journal of Qualitative
Methods, 2(3),21-34. doi:10.1177/1609406903 00200303
Law, E., Mangarin, E., & Kelvin, J. (2003). Nursing management of patients

receiving stereotactic radiosurgery. Clinical Journal of Oncology Nursing, 7(4),
387-392. doi:10.1188/03.CJON.387-392

Lonnstedt, M., Stahl, C., & Hedman, A.M. (2010). Living with long-lasting pain —
patients’ experiences of neuropathic pain. Journal of Nursing and Healthcare
of Chronic lllness, 3, 469-475. doi:10.1111/5.1752-9824.2011.01121.x/epdf

Lopez, K., & Willis, D. (2004). Descriptive versus interpretative phenomenology:
Their contributions to nursing knowledge. Qualitative Health Research, 14(5),
726-735. doi:10.1177/1049732304263638

Macoanskyte, D., Januzis, G., Kubilius, R., Adomaitiene, V., & Sciupokas, A. (2011).
Associations between chronic pain and depressive symptoms in patients
with trigeminal neuralgia. Medicina, 47(7), 386-392. doi:10.1111/5.1752-
9824.2011.01121.x

Maesawa, S., Slame, C., Flickinger, J., Pirris, S., Kondziolka, D., & Lunsford, L. (2001).
Clinical outcomes after stereotactic radiosurgery for idiopathic trigeminal
neuralgia. Journal of Neurosurgery, 94, 14-20. doi:10.3171/jns. 2001. 94.1.0014

Mapp, T. (2008). Understanding phenomenology: the lived experience. British Journal of
Midwifery, 16(5), 308-311. doi:10.12968 /bjom.2008.16.5.29192

Matsumoto, D., Van de Vijver, F. (2012). Cross-cultural research methods in

psychology. New York, New York: Cambridge University Press.

71



Matua, G., & Van Der Wal, D. (2015). Differentiating between descriptive and
interpretative phenomenological research approaches. Nurse Researcher, 22(6),
22-27. doi:10.7748/nr.22.6.22.¢1344

McConaghy, D., (1994). Trigeminal neuralgia: a personal review and nursing
implications. Journal of Neuroscience Nursing, 26(2), 85-90. doi:
10.1097/01376517-199404000-00006

Monaco, E., Kano, H., Kooshkabadi, A., & Lunsford, L. (2012). Gamma Knife
radiosurgery for trigeminal neuralgia — a review. European Neurological
Review, 7(3), 196-2000. doi:10.17925/ENR.2012.07.03.196

Moustakas, C. (1994). Phenomenological Research Methods. Thousand Oaks: Sage

Mueller, D., Oberman, M., Yoon, M., Poitz, F., Hansen, N., Slomke, M.,..... &
Katsarava, Z. (2011). Prevalence of trigeminal neuralgia and persistent idiopathic
facial pain: a population based study. Cephalalgia, 31(15), 1542-1548.
doi:10.1177/0333102411424619

Munbhall, P. (2012). Nursing research. A Qualitative perspective 5™ ed. Miami, Florida:
Jones & Bartlett learning.

Neatherlin, J., & Brent, V. (1991). The Gamma Knife: implications for nursing practice
and patient education. Journal of Neuroscience Nursing, 23(1), 71-74. doi:
10.1097/01376517-199102000-00015

Obermann, M. (2019). Recent advances in understanding/managing trigeminal
neuralgia (version 1: peer reviewed 2: approved) F'1000 Research 8
(F1000Faculty Rev):505. doi:10/12688/f1000resarch.16092.1

Pan, H., Sheehan, J., Huang, C., Sheu, M., Yang, D. & Chiu, W. (2010). Quality-of-life

72



outcomes after Gamma Knife surgery for trigeminal neuralgia. Journal of
Neurosurgery, 113, 191-198. doi:10.3171/2010.8.GKS10879

Paton, B., Martin, S., McClunie-Trust, P., & Weir, N. (2004). Doing phenomenology
research collaboratively. The Journal of Continuing Education in Nursing,
35(4), 176-181. doi:10.3928/0022-0124-20040701-09

Petit, J., Herman, J., Nagda, S., DiBlase, S., & Chin, L. (2003). Radiosurgical treatment
of trigeminal neuralgia: Evaluating quality of life and treatment outcomes.
International journal of Radiation Oncology Biology Physics, 56(40), 1147-
1153. doi:10.1016/S0360-3016(03)00264-4

Racine, M., (2017). Chronic pain and suicide risk: A comprehensive review. Progress
in Neuropsychopharmacology & Biological Psychiatry, 87, 269-280.
doi:10.1016/5.pnpbp.2017.08.020

Regis, J., Tuleasca, C., Resseguier, N., Carron, R.,....& Levivier, M. (2016). Long-term
safety and efficacy of Gamma knife surgery in classical trigeminal neuralgia: a
497-patient historical cohort study. Journal of Neurosurgery, 124, 1079-1087.
doi:10:3171/2015.2.JNS142144

Ritter, P., Friedman, W., & Bhasin, R. (2009). The surgical treatment of trigeminal
neuralgia: overview and experience at the University of Florida. Journal of
Neuroscience Nursing, 41(4), 211-214. doi:10.1097/JNN.0Ob013e3181aaaa9d

Rosen, T., & Fishman, R., (2011). Cluster headache in the United States of America:
Demographics, clinical characteristics, triggers, suicidality and personal

burden. Headache, 52(1), 99-113. do1:10.1111/5.1526-4610.2011.02028.x

73



Saunders, B., Sim, J., Kingstone, T., Baker, S., Waerfield, J., Bartlam, B.,...Jinks, C.
(2018). Saturation in qualitative research: exploring its conceptualization and
operationalization. Quality and Quantity, 52, 1893-1907.
doi:10.1007/s11135-017-0574-8

Smith, J., & Osborn, M. (2003). Interpretative phenomenology analysis. In J.A. Smith
(Ed), Qualitative psychology: A Practical Guide to Research Methods, (p53-80)
London:Sage

Smith, J., & Osborn, M. (2015). Interpretative phenomenological analysis as a useful
methodology for research on the lived experience of pain. British Journal of
Pain, 9(1), 41-42. doi:10:1177/2049463714541642

Staff Writers (2020). How to become a pain management nurse practitioner. Nurse
Journal. Retrieved from: https://nursejournal.org/articles/how-to-become-a-pain-
management-np/

Starks, H., & Trinidad, H. (2007). Choose your method: A comparison of
phenomenology, discourse analysis and grounded theory. Qualitative Health
Research, 17(10), 1372-1380. doi:10.1177/1049732307307031

Tache, S., & Hill-Sakurai, L. (2010). Medical assistants: the invisible “glue” of
primary health care practices in the United States? Journal of Health
Organization and Management, 24(3), 288-30. doi:10.1108/
14777261011054626

Tinastepe, N., & Oral, K., (2013). Neuropathic pain after dental treatment. AGRI,

25(1), 1-6. doi:10.5505/agr1.2013.55477

74



Topcu, S., (2018). Relations among pain, pain, beliefs and psychological well-being in
patients with chronic pain. Pain Management Nursing, 19(6), 637-644. doi:
10.1016/j.pmn.2018.07.007

Tuleasca, C., Carron, R., Resseguier, N., Donnet, A., Roussel, P., Gaudart, J., ... & Regis
J. (2012). Patterns of pain-free response in 497 cases of classic
trigeminal neuralgia treated with Gamma Knife surgery and followed up for
at least one year. Journal of Neurosurgery (Suppl), 117, 181-188.
doi:10.3171/2012.8.GKS121015

U. S. Department of Health and Human Services (2019). Pain Management Best
Practices Inter-Agency Task Force Report 2019: Updates, Gaps,
Inconsistencies, and Recommendations. Retrieved from U. S. Department of
Health and Human Services website: https://www.hhs.gov/ash/advisory-
committees/pain/reports/index.html

U.S. Department of Health and Human Services Healthy People 2020, (2014). Health
related quality of life and well-being. Retrieved from: http://www.Healthy
people.gov/2020/topics-objectives/topic/health-related-quality-of-life-well-being

Van Manen, M., (1990). Researching lived experience: human science for an action
sensitive pedagogy. New York, NY: State University of New York Press.

van Manen, M. (1997). Researching lived experience. Human science for an action
sensitive pedagogy. Toronto: The Althouse Press.

van Manen, M. (2017). Phenomenology in its original sense. Qualitative Health
Research, 27(6), 810-825. doi:10.1177/1049732317699381

West, C., Usher, K., Foster, K., & Stewart, L. (2012). Chronic pain and the family: the

75



experience of the partners of people living with chronic pain. Journal of
Clinical Nursing, 21, 3352-3360. doi:10.1111/j.1365-2702.2012.04215.x

Wilson, M., (2014). Integrating the concept of pain interference into pain management.
Pain Management Nursing, 15(2), 499-505. doi:10.1016/j.pmn.2011.06.004

Wojnar, D., & Swanson, K. (2007). Phenomenology: an exploration. Journal of
Holistic Nursing, 25(3), 172-180. doi:10.1177/0898010106295172

Wood, S (2004). Aetiology, signs, symptoms and treatment of trigeminal neuralgia.
Nursing Times, 100(15), 36-39. Retrieved from: https://cdn.ps.emap.com
/wp-content/uploads/sites/3/2004/04/040413 Aetiology-signs-symptoms-
and-treatment-of-trigeminal-neuralgia.pdf

World Health Organization (2021). What is the WHO definition of health?
Retrieved from: https://www.who.int/about/who-we-are/frequently-asked-
questions

Zakrzewska, J., & Linskey, M. (2016). Trigeminal neuralgia. American Family
Physician, 94(2), 133-135. doi: 10.1136/bmj.g474

Zakrzewska, J., & McMillen, R. (2011). Trigeminal neuralgia: the diagnosis and
management of this excruciating and poorly understood facial pain. British

Medical Journal, 87, (1028). 410-416. doi:10.1136/pgm;j.2009.080473

76



