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The long-term and multi-faceted consequences of trauma are well documented
and health conditions associated with traumatic life events are often those that benefit
from early and regular attention from a healthcare provider. However, for many
trauma-exposed women, seeking out and receiving healthcare is associated with
physical and psychological intrusions that are linked to their traumatic
experiences. Implementing trauma-informed care, based in knowledge and
understanding of trauma that sensitively meets the needs of survivors, is an effective
way to improve trauma survivors” healthcare experiences. However, implementing such
changes in practice to improve care for survivors is often made difficult by the current
prevailing characteristics of patient-provider relationships and the U.S. healthcare
system. Further, relying on providers to change practice is a disempowering position for
survivors; supporting survivors to advocate for their needs within healthcare
interactions and the healthcare system could be an efficient, effective and empowering
solution to attaining widespread trauma-informed care.

This dissertation addresses current knowledge deficits through: 1) description
and comparison of lifetime trauma exposure among community-based women from
diverse locations and backgrounds; 2) examination of existing trauma-informed care
practices for survivors of physical and sexual violence; and 3) descriptions of the

healthcare experiences, needs, and strategies of female survivors of physical and sexual

iv



violence with regard to navigating healthcare experiences, provider interactions, and the
healthcare system. A descriptive, correlational analysis and a synthesis of current
literature were used to address the first and second research aims. Original qualitative
interview and participatory Photovoice studies were conducted to address the third
research aim.

Findings from the statistical analysis of trauma exposure among four
community-based samples of women in Colombia, Hong Kong, and the United States
indicate that trauma exposure is more similar than different and that trauma and its
effects are pervasive in the lives of women across diverse locations. The synthesis of
literature elucidates five thematic elements of trauma-informed care including: sensitive
and universal screening, provider-patient relationships, minimizing distress,
maximizing autonomy, and providing appropriate collaboration and referral. Findings
from the qualitative interview and participatory Photovoice studies highlight
imbalances in power dynamics and lack of mutual belief and trust as the most
significant challenges to positive provider-patient relationships and healthcare
experiences. These findings also indicate that survivors of violence use a variety of
strategies to navigate healthcare encounters in the face of system-, agency- and provider-
level barriers to positive healthcare experiences.

This dissertation adds to existing evidence on trauma exposure and trauma-

informed care, and data on the engagement behaviors and healthcare strategies of



survivors of violence addresses substantive gaps in the literature. Further, these findings
generate useful frameworks and foundations for future research to continue to explore
survivors’ healthcare desires, provider-survivor relationships, and provider- and

survivor-led interventions to support the implementation of trauma-informed care.
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People who have experienced traumatic life events are at risk for an array of
negative health consequences (Anda et al., 2009; J. C. Campbell, 2002; Handley et al.,
2015; Lopez-Martinez et al., 2016) and may be inadvertently distressed or re-traumatized
during healthcare experiences. A traumatic life event, or trauma, is typically defined as
experiencing or witnessing an event of actual or threatened death, serious injury, or
physical, sexual, or emotional violence (American Psychiatric Association, 2013).
Trauma can include combat, sexual abuse, natural disasters, violent crime, intimate
partner violence, unexpected deaths, motor vehicle accidents, robberies, muggings, and
many other diverse scenarios. Though the long-term and multi-faceted consequences of
trauma are well documented (Handley et al., 2015; Lopez-Martinez et al., 2016; OIff,
2017), with the exception of intimate partner and sexual violence, there is little data on
the frequency and effects of trauma in the lives of women. This narrow focus on intimate
partner violence (IPV) and sexual violence misses the full spectrum of traumatic events
that women experience. Additionally, only a few studies assess trauma exposure among
representative samples of women. Most publications measure trauma exposure among
very specific populations; for instance, women attending court for drug offenses (Sartor

et al., 2012), women recruited from hospitals (Dennis et al., 2009), or women receiving



child welfare preventative services (Chemtob, Griffing, Tullberg, Roberts, & Ellis, 2011),
limiting the diversity of experiences and perspectives recorded in research. Further, such
narrowly defined samples limit knowledge regarding how traumatic events affect the
health and healthcare experiences of women in the full context of their daily lives.
Research indicates that the stress associated with traumatic life events may be
experienced differently and with different consequences for women compared to men,
and may contribute to sex-based differences in risk for cardiovascular disease,
hypertension, infertility, autoimmune disorders, infection, osteoporosis, and other
adverse health conditions (Kendall-Tackett, 2010). Furthermore, health conditions
associated with traumatic life events are often those that benefit from early and regular
attention from a healthcare provider. Yet, for many trauma-exposed women, seeking out
and receiving healthcare is associated with physical and psychological intrusions that
are linked to their traumatic experiences. Women are more likely to experience
assaultive traumatic life events (Breslau, 2002), and therefore may be more likely to
experience distressing connections between these traumatic events and healthcare
examinations and procedures. For instance, female survivors of sexual assault often
experience dysmenorrhea and pelvic or genital pain (R. Campbell, Lichty, Sturza, &

Raja, 2006; Golding, Taylor, Menard, & King, 2000), and the physical violations inherent



to sexual assault can make later physical care and assessment upsetting. Rather than
benefiting from healthcare providers” sensitive health history taking and physical
examination, these women may inadvertently be re-traumatized or distressed by
elements of routine care. The physical, psychological and emotional links between
violent traumatic events and healthcare procedures can make receiving care distressing
for survivors or even act as a barrier to seeking care. This dissertation uses the lens of
survivors’ healthcare experiences, needs, and strategies to examine the pervasive nature
of trauma in the lives of women through descriptive, correlational analysis; literature
synthesis; and original qualitative and participatory research.

In light of increasing globalization and immigration, developing knowledge on
global trauma exposure among women is instrumental for improving survivors’
healthcare experiences in the U.S. Understanding cross-cultural differences in trauma
exposure can help clinicians tailor culturally responsive care. Further, enhanced
knowledge on trauma exposure can also inform clinical care through giving providers a
more nuanced understanding of the diverse scope of women’s traumatic experiences
and responses to traumatic events. Though trauma exposure and subsequently,
survivors’ healthcare needs may vary based on location and culture, the overarching

goal of trauma-informed care is to use knowledge and understanding of trauma to



sensitively meets the needs of survivors (Rosenberg, 2011). However, implementing
trauma-informed changes in practice to improve care for survivors is often made
difficult by the current prevailing characteristics of patient-provider relationships and
the U.S. healthcare system often severely restricts the increased time, attention, and
resources necessary to effectively deliver trauma-informed care (Havig, 2008). In light of
these barriers to provider-led trauma-informed care implementation, understanding the
healthcare behaviors of survivors of violence could hasten progress towards care that
efficiently meets survivors’ needs. Furthermore, relying on providers to change practice
is a disempowering position for survivors; supporting survivors to advocate for their
needs within healthcare interactions and the healthcare system could be an efficient,
effective and empowering solution to attaining widespread trauma-informed care.
However, the current literature on trauma-informed care is limited with regard to
knowledge on survivors” healthcare experiences, strategies, and needs.

Increased empowerment and engagement would support survivors” active role
in their healthcare and give providers valuable information to tailor trauma-informed
practices to patients more quickly and effectively than might be possible through
blanket changes to practice. Patient engagement is defined as patients” ability and

willingness to independently manage their health and care, and their resulting health



and healthcare behaviors (Hibbard & Greene, 2013, p. 207). Studies of patients with
chronic diseases and comorbidities demonstrate associations of patient engagement with
more positive health outcomes, health behaviors (Hibbard & Greene, 2013; Simmons,
Wolever, Bechard, & Snyderman, 2014), health-related quality of life, self-management
(Greene & Hibbard, 2012; Hibbard & Greene, 2013; Sacks, Greene, Hibbard, & Overton,
2014), and healthcare experiences (Hibbard & Greene, 2013). Though trauma-survivors
experience increased risk for many health problems (Anda et al., 2009; J. C. Campbell,
2002; Coker, Smith, Bethea, King, & McKeown, 2000), to date, knowledge and evidence
of trauma-survivors” actual healthcare experiences are limited, and knowledge of patient
engagement among survivors is not available. Until survivors” existing engagement
strategies and behaviors are understood, provider efforts to support survivors’
engagement and research efforts to develop interventions that facilitate increased
engagement and empowerment may be misdirected or ineffective in improving
survivors’ healthcare experiences. Developing knowledge on survivors” healthcare
experiences and existing engagement behaviors is the first step to planning interventions
that support empowerment and engagement among survivors, and ultimately
contribute to improved healthcare experiences. Further, understanding women

survivors’ unique healthcare needs requires knowledge on what traumatic events



women experience and how they perceive these events to affect their healthcare
experiences.

To increase knowledge on the healthcare experiences and engagement behaviors
of the large population of female trauma survivors, this dissertation is focused on
survivors of physical and/or sexual violence. However, previous research indicates that
physical and sexual violence do not occur in isolation from other traumatic life events
(McHugo et al., 2005); women who have experienced physical and/or sexual violence
can also provide insight into the effects of other traumatic life events on their healthcare
experiences, needs, and engagement behaviors. In addition to focusing on their
healthcare experiences and engagement, this dissertation also uses survivors” expertise
to critically and systematically assess a primary healthcare interaction—a necessary step
towards identifying survivor- and provider- focused practices for improving healthcare
experiences.

To address the current knowledge deficits, this dissertation has three research
aims:

(1) to describe and compare lifetime trauma exposure among community-based

women from diverse locations and backgrounds;



(2) to examine existing trauma-informed care practices for survivors of physical and
sexual violence; and

(3) to describe the healthcare experiences of female survivors of physical and sexual
violence and their strategies for navigating difficult healthcare experiences and

for interacting with healthcare providers and the healthcare system.

1.1 Theoretical Framework

With a central focus on understanding women’s trauma exposure, ways of
promoting survivor empowerment, and improving healthcare, this dissertation is
grounded in Trauma, Feminist, and Empowerment Theories (Harris & Fallot, 2001b;
Herman, 1997; Wang, 1999; Zimmerman, 1995). The idea that survivors are constantly
working to cope with trauma and to make sense of traumatic events is the foundation of
modern Trauma Theory (Harris & Fallot, 2001b). People who have been exposed to
trauma often must re-evaluate their sense of self, others and the world —moving from
understanding the world as a safe place where people are kind to understanding the
world as a dangerous, confusing place where people may be abusive (Harris & Fallot,
2001b). Thus, “trauma is viewed not as a single discrete event but rather as a defining
and organizing experience that forms the core of an individual’s identity” (Harris &

Fallot, 2001b, p. 11). Trauma theory clarifies how sensations that recall traumatic events



can trigger distress in survivors (Brewin, Dalgleish, & Joseph, 1996; van der Kolk, 1994),
thereby elucidating connections between trauma and healthcare. Understanding the
pervasiveness of trauma in the lives of survivors provides a foundation for
understanding how trauma affects healthcare experiences and underscores the far-
reaching and lasting nature of the consequences of traumatic life events.

In addition to an understanding of Trauma Theory, this dissertation also
incorporates intertwined elements of Feminist and Empowerment Theories (Wang, 1999;
Zimmerman, 1995). With regard to research, Feminist Theory asserts that:

e The experiences of women and other oppressed peoples are significant and
relevant to research;

e Research should honor participants’ intelligence, wisdom, and subjective
experiences; and,

e Research should be action-oriented and committed to improving participants’

lives (Brisolara, 2015; Weiler, 1988 as cited by Wang, 1999).

In alignment with the latter assertion, empowerment can be defined as the
process through which “individuals...gain greater access to and control over resources
and...gain mastery over their lives” (Zimmerman, 1995, p. 583) by understanding the

root causes of individual or community problems and developing positive solutions.



Aaron (2013) articulates that survivors of violence have been “injured by abuse of
power” (p. 360), and Harris and Fallot’s (2002) Trauma Recovery and Empowerment
Model asserts that “women who have been abused repeatedly feel powerless and unable
to advocate for themselves” (p. 477). Therefore, reclaiming a sense of power —feeling
empowered —is an important goal for overall healing and trauma recovery (Fallot &
Harris, 2002; Herman, 1997). Empowerment is closely tied to engagement in the context
of healthcare; survivors who feel empowered in healthcare interactions are better
positioned to articulate their needs and make collaborative plans for care with
providers. Participation in the research process can contribute to feelings of
empowerment among survivors (Cortez et al., 2011), and increased engagement in
healthcare interactions could have similar effects. Figure 1 illustrates empowerment in
the research and healthcare processes as part of the larger context of empowerment and

healing for survivors of trauma!"
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Figure 1: Empowerment Processes for Survivors of Trauma

This model presents a continuum of empowerment, starting from the sense of
powerlessness frequently experienced by survivors in the aftermath of traumatic events,
and moving towards an increased sense of power through multiple individual- and
community-level processes. Personal and community empowerment is the underlying
process and foundation on which experiences of empowerment through participation in
research and increasing healthcare engagement occur. Neither participation in research
nor increased healthcare engagement are necessary for personal or community
empowerment, but both of these experiences can aid survivors’ progress along this
continuum. This dissertation is aligned with empowerment in the contexts of research

and healthcare because survivors were involved as decision-makers in research

10



processes and research findings will be shared with healthcare providers, policy makers
and the broader community of survivors of violence with the goal of hastening progress

towards improved healthcare experiences for survivors.

1.2 Significance

Documented cases suggest that survivors of sexual violence and physical
violence at the hands of an intimate partner comprise 20% and 30% of the U.S. female
population, respectively (Centers for Disease Control & Prevention, 2013) and the World
Health Organization estimates that 35% of women globally have experienced physical
and/or sexual intimate partner or non-partner violence (World Health Organization,
2013). However, the prevalence of these events is likely underestimated because
associated social stigmas lead to underreporting (Luce, Schrager, & Gilchrist, 2010).
Survivors of adult or childhood sexual and physical violence are a vulnerable
population at disproportionate risk for health problems, including arthritis, chronic
pain, digestive problems, cancer, depression, and addiction (Anda et al., 2009; J. C.
Campbell, 2002; Coker et al., 2000). Women who survive physical abuse by an intimate
partner experience 19% to 42% higher annual healthcare costs (Bonomi, Anderson,
Rivara, & Thompson, 2009), and women who experience physical, sexual, or both types

of abuse during childhood experience 22%, 16%, and 36% higher annual healthcare

11



costs, respectively, than women without comparable histories of abuse (Bonomi et al.,
2008). When re-traumatizing or distressing healthcare experiences act as a barrier to
accessing needed care (Cadman, Waller, Ashdown-Barr, & Szarewski, 2012) or following
through with care recommendations, survivors’ increased health risks and costs are
exacerbated.

Due to the alarming prevalence of sexual and physical violence in the lives of
women, most healthcare providers are likely to encounter survivors in their practice. In
addition to being unaware of a patient’s trauma history due to lack of disclosure or
failure to screen, providers may be unable to identify or predict which stimuli or
environmental factors contribute to trauma symptom responses (Harris & Fallot, 2001b).
The physical and psychological nature of physical and sexual violence places these
survivors at particularly high risk for experiencing distress during examinations or
procedures. For example, survivors of childhood sexual abuse report experiencing
distress, dissociation, or other trauma symptoms at all phases of physical exams,
whether or not the exam is intrusive (Coles & Jones, 2009; Roberts, Reardon, &
Rosenfield, 1999; Robohm & Buttenheim, 1996). Examples of qualitative research on
trauma-informed care that emphasize survivor voices are available (Coles & Jones, 2009;

Muzik, Ads, Bonham, Lisa Rosenblum, et al., 2013; Roberts et al., 1999; Robohm &
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Buttenheim, 1996); however, many more examples are based in healthcare providers’
beliefs about survivors’ needs (e.g. Averbuch & Spatz, 2009; J. S. Seng & Hassinger, 1998;
Skinner, 2010). These theoretical articles emphasize the voices of providers rather than
those of survivors and therefore, may not result in practice implementation that truly
benefits survivors. Traumatic life events and the ensuing trauma symptoms are unique
for each survivor and can manifest in unpredictable ways (Harris & Fallot, 2001b), and
thus, pre-determined or one-size-fits-all interventions or those not based in sufficient
evidence of survivors’ experiences and needs will not meet survivors’ healthcare needs.
Further, though researchers advocate for universal implementation of trauma-
informed care (McGregor, Gautam, Glover, & Julich, 2013), the limited healthcare
resources typically allocated for individual patients pose barriers to universal
implementation of trauma-informed care practices (Havig, 2008). Additionally,
traumatic events are often “[injuries] by abuse of power” (Aaron et al., 2013, p. 360) and
therefore, supporting survivors” healthcare engagement and ability to advocate for their
individual needs is a more empowering, efficient, and ethical approach to improving
care experiences. Rigorous research on survivors’ healthcare experiences, needs, and
existing engagement strategies is necessary to inform interventions that support

survivors’ empowerment and engagement in healthcare. Therefore, this dissertation
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deepens existing knowledge on trauma exposure among women and the healthcare
experiences, needs, and engagement of female survivors of physical and/or sexual

violence.

1.3 Innovation

This dissertation is innovative in a number of ways. First, it presents results from
a cross-sectional study on lifetime trauma-exposure among women. That study uniquely
analyzed women’s exposure to diverse traumatic life events, rather than focusing only
on sexual and/or intimate partner violence, and to date, it is the first study to compare
lifetime trauma-exposure between international samples of community-based women.
Second, this dissertation presents results from a synthesis of the literature that, to-date,
is the first to focus on trauma-informed physical healthcare practices for survivors of
physical and/or sexual violence. Further, this dissertation is the first study to-date on
patient engagement to focus on survivors of physical and sexual violence.

This dissertation also used a participatory approach to advance knowledge on
healthcare for survivors of sexual and physical violence by engaging survivors as
decision-makers to investigate women'’s healthcare experiences, needs, and engagement.
A participant-directed approach to assessing healthcare experiences and developing

survivor-mediated interventions—that is, treating survivors as decision-makers, rather

14



than as passive research participants—is necessary to avoid potential re-traumatization
and to ensure that research is trauma-informed and aligned with theories on trauma
recovery (Herman, 1997). Thus far, research on trauma informed care has largely
included survivors as participants, rather than engaging survivors as active members of
the research team, as in this dissertation. However, participatory research has been used
successfully to investigate the effects of violence and trauma in the lives of survivors
more broadly and to develop and assess trauma-specific interventions (Gonzalez-
Guarda, Cummings, Becerra, Fernandez, & Mesa, 2013; Magnussen et al., 2011;
Nicolaidis, Mejia, et al., 2013; Nicolaidis et al., 2011; Nicolaidis, Wahab, et al., 2013). To
my knowledge, only three previous studies have used a participant-directed approach
to study the healthcare experiences of survivors of violence: (1) Battaglia and colleagues
(2003) assessed trust in provider-patient relationships among survivors of IPV; (2) van
Loon and colleagues (2004) described the emergency care experiences of survivors of
child sexual abuse; and (3) Poleshuck and colleagues (2016) used focus group and
community expert data to design a treatment model for survivors of IPV suffering from
depression and/or chronic pain. However, the earlier studies focused on survivors’
healthcare experiences and the latter study on survivors” experiences with supportive

services and ideas for improvements to provider education and service delivery.
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Therefore, research on survivors’ strategies for navigating healthcare interactions and
the healthcare system is not yet available; this dissertation addresses this gap in the
existing literature.

Adopting the key principles of community-based participatory research, this
dissertation moves the field forward from knowledge to practice in a way that increases
the likelihood of adoption and generalizability by collaborating with survivors. This
dissertation is also innovative because it used a survivor-directed analysis of a primary
healthcare experience to systematically identify personal-, agency-, and system-level
factors that impact survivors” healthcare experiences; opportunities for survivors and
providers to collectively support engagement and trauma-informed care; and
components of the healthcare interaction that require collaborative advocacy for
healthcare system change. Finally, this study is innovative in its acknowledgement that
the increased risk for poor health outcomes experienced by trauma-survivors, often
exacerbated by negative healthcare experiences, may be mitigated through increasing
patient engagement. Trauma-survivors often experience a double-threat with regard to
health disparities because violence disproportionately affects women, and further,
women of color and low socioeconomic status (Centers for Disease Control &

Prevention, 2013). Women’'s experiences living in a society stratified by gender, race, and
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class are inextricably linked with and complicate their traumatic experiences and
healthcare experiences (Herman, 1997). Vulnerable patients stand to benefit more from
interventions aimed at increasing patient engagement than privileged groups, and
increased activation and engagement among these vulnerable populations could narrow

health disparities (Durand et al., 2014).

1.4 Dissertation Chapters

The purpose of this dissertation was to develop knowledge on the broad range of
trauma experienced by women and on the healthcare experiences, needs, and
engagement behaviors of survivors of physical and/or sexual violence. To do so, I
explore the aforementioned research aims through:

e Analysis of cross-sectional data on lifetime trauma exposure among community-
based women;

e Synthesis of the current literature on trauma-informed care;

e The use of qualitative interviews and Photovoice methods to describe survivors’
difficult healthcare experiences and strategies

e Collaborative analysis of a primary healthcare interaction from the perspective of
a survivor of violence to identify individual-, agency-, and system-level factors

that influence survivors” healthcare experiences.
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Findings from this dissertation research are presented in four chapters and one
conclusion chapter as follows.

In Chapter Two, I analyze results from an international cross-sectional study on
lifetime trauma exposure among women. This chapter describes the pervasive nature of
trauma in the lives of women, and presents a foundational understanding of lifetime
trauma exposure. It lays groundwork for exploring the effects of an array of traumatic
events on women’s health and healthcare experiences, needs, and behaviors. This
chapter has been published in the #$%&'()"$*"+%&,-'."/01$)(&,1¢Reeves et al., 2017) and
the text is reprinted here with permission. This chapter was a collaborative work of the
following co-authors: Pilar Bernal de Pheils, Susan G. Silva, Diva Jaramillo, Tulia Uribe,
Agnes Tiwari, Gladys Eugenia Canaval, Maria Eugenia Mendoza Flores, Ruth Ann
Belknap, and Janice C. Humphreys. Each of these authors contributed to research
design, data collection, and data analysis and approved the final version of the
manuscript. The dissertation author drafted and revised the manuscript.

In Chapter Three, I present a synthesis of the literature on trauma-informed care
for survivors of physical and sexual abuse. I explicate identified themes and explore
implications for trauma-informed care research, practice and policy. This chapter

provides a foundational understanding of provider-led trauma-informed care practices
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from which to build knowledge on survivor-led engagement and strategies for
navigating healthcare interactions and the healthcare system. This chapter has been
published in 3,,%4,"-""54'6()"74()61"+%&,-'. (Reeves, 2015) and the text is reprinted here
with permission.”

In Chapter Four, I present an interview study that was conducted to develop
knowledge on survivors” healthcare experiences and strategies and to assess the
feasibility of recruitment strategies and a community-based participatory approach.
Analyses of findings from the qualitative interviews is used to describe difficult
healthcare experiences and survivors’ strategies for preparing for, getting through, and
caring for themselves after difficult healthcare experiences. This chapter has been
published in the #$%&'()"$*"8)-'-0()"+%&,-'(Reeves & Humphreys, 2017) and the text is
reprinted here with permission. This chapter was a collaborative work with Janice C.
Humphreys, who advised on study design and data analysis and approved the final
version of the manuscript. The dissertation author designed the study, collected and
analyzed data, and drafted and revised the manuscript.

In Chapter Five, I present results from a participatory Photovoice study,
including analysis of photographic and qualitative data on survivors” experiences of

healthcare interactions and the healthcare system and a systematic analysis of a primary
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healthcare interaction. Finally, this chapter also discusses the implications of findings for
future research on this topic, for survivor-focused interventions to increase and support
patient engagement, and for providing improved care to survivors of violence.

In Chapter Six, I discuss the implications of these four papers and draw

conclusions for nursing education, practice, and research. (
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Trauma is defined as experiencing or witnessing an event of actual or threatened
death, serious injury, or physical, sexual, or emotional violence (American Psychiatric
Association, 2013). Traumatic life events encompass diverse situations such as natural
disasters, combat, childhood sexual abuse, intimate partner violence (IPV), unexpected
deaths, motor vehicle accidents, and muggings. Research on trauma in the lives of
women has only recently begun to assess events other than intimate partner and sexual
violence. Healthcare professionals provide services to women in the immediate
aftermath of traumatic events as well as long-term counseling and other services.
Understanding the nature and frequency of the traumatic life events women are exposed
to is an important first step in helping survivors heal from trauma.

Though less is known about the full scope of trauma exposure among women,
existing research has explored the individual, social, and economic consequences of
some traumatic life events. The World Health Organization (2013) reported that women
who have experienced intimate partner or sexual violence also experience long-lasting
and adverse health effects that negatively impacted their daily lives. Trauma also
presents social and economic costs to communities, including healthcare, counseling and

legal expenses, social service utilization, missed work, and unemployment. For instance,
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a 2013 study conducted in Ecuador estimated the total economic burden of IPV against
women at approximately 109 million U.S. dollars (Roldos & Corso, 2013). However, the
depth, diversity, and complexity of trauma and its consequences render the true costs
incalculable. Further, understanding trauma in the lives of women without first
considering trauma exposure more broadly and the ways in which culture defines
perceptions, attributed meanings, and responses to trauma (Schnyder et al., 2016) is
impossible.

The current body of trauma exposure research with women has evolved beyond
the initial focus on IPV and sexual violence to begin documenting the role of culture in
responses to trauma and to include a more expansive definition of what constitutes
trauma. For instance, recent studies have documented exposure to a range of traumatic
life events among diverse samples, including rural Australians (Handley et al., 2015);
community-based adults in Detroit, Michigan (Horesh et al., 2016) and the Central
African Republic (Vinck & Pham, 2013); displaced persons in Uganda (Vinck, Pham,
Stover, & Weinstein, 2007); and Middle Eastern and South Asian refugees living in
Australia (Haldane & Nickerson, 2016). Though these studies contribute data on diverse
traumatic events among persons belonging to specific groups or living in specific

locations, their findings do not facilitate between-group comparisons. There is still little
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cross-national data using shared instrumentation, which might enhance understanding
of the differences in trauma exposure among diverse populations of women. Therefore,
this article will describe and compare lifetime trauma exposure among community-

based women from Colombia, Hong Kong, and the United States.

2.1 Trauma Exposure and Location

Variation in types and patterns of trauma exposure can result from diversity in
geography, climate, government, politics, and social structures. The Pacific Rim, defined
as the lands surrounding the Pacific Ocean, encompasses diverse nations, geographies,
and cultures. Though the nations represented in the Pacific Rim have unique
characteristics, the region is also connected by trade routes, commerce, and geography.
The simultaneous diversity and connectivity of the Pacific Rim make this region a
valuable starting place for comparing trauma exposure among diverse women. This
study analyzes traumatic life experiences among women in four locations on three
continents in the Pacific Rim —Medellin and Cali, Colombia; Hong Kong; and San

Francisco, California—each with unique cultures, histories, and characteristics (Table 1).
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Table 1: Significant Historical Events Across Locations Studied, 1927-2010

Time* Colombia! Hong Kong? San Francisco?
1927-1930 U.S. stock market crash (1929), beginning of
Great Depression.
1931-1935 Maritime strike begins, battles between police
and unionists ensue; violence culminates on
July 5 “Bloody Thursday” (1934).
1936-1940 Great Hong Kong Typhoon kills 11,000 70,000 Dustbowl refugees overwhelm
people (1937). Beginning of Sino-Japanese California services and infrastructure (1937).
War, thousands of refugees from mainland European refugees fleeing WWII begin
China feel to Hong Kong (1937). arriving in San Francisco; U.S. military
conscription goes into effect for WWII (1940).
1941-1945 Hong Kong occupied by Japanese forces; Japanese attacks on Pearl Harbor, HI; Japanese
residents flee to mainland China due to food  war planes fly over San Francisco; Germany
shortages (1941). Population of Hong Kong declares war on the U.S. (1941). President
decreases by almost 60% by end of WWII. Roosevelt signs executive order for removal
and interment of persons of Japanese descent;
blackouts and air raids affect San Francisco;
U.S. Navy seizes control of Treasure Island
and Hunters Point neighborhoods (1942).
German and Japanese forces surrender to
Western Allies; “peace riots” in San Francisco
result in 11 deaths and 1,000 injuries (1945).
1946-1950 Riots in response to assassination of left- British rule reestablished (1946). Hundreds of
wing mayor of Bogota; Civil war begins thousands of former residents return, joined
(1948). by refugees fleeing civil war in China.
1951-1955 Civil war resulting in 250,000-300,000

casualties (1948-57).
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1956-1960

1961-1965

1966-1970

1971-1975

1976-1980

1981-1985

1986-1990

1991-1995

Civil war ends (1958).

Guerilla war begins-- Maoist People's
Liberation Army (EPL) and Leftist National
Liberation Army (ELN) are founded (1965).

Revolutionary Armed Forces of Colombia,
largest guerilla group, founded (1966).

M-19 guerrilla group founded (1971).

President Turbay initiates fight against drug
trafficking (1978).

President Betancur grants amnesty to
guerrillas and frees political prisoners
(1982). Assassination of justice minister
(1984) and massacre of 11 judges and 90
others by M-19 guerrillas (1985). Nevado
del Ruiz volcano erupts, killing ~23,000
people (1985).

Continued violence by guerillas and drug
cartels. Presidential candidates murdered
during campaign (1989).

Labor disputes and social struggle among
poorly-paid workers.

Severe rioting, allegedly instigated by
followers of China's Cultural Revolution
(1966).

One-Child Policy instituted in mainland
China (1979).

Pro-democracy demonstrators massacred in
Beijing's Tiananmen Square (1989). Beijing
formally ratifies Hong Kong's Basic Law
(1990).

Unrest due to British-Chinese talks about
Hong Kong “handover” and
democratization; Hong Kong stock market
crashes (1992).

Daly City Earthquake—largest since 1906
(1957).

Native Americans occupy Alcatraz Island; 19-
month occupation forcibly ended by U.S.
government (1969)

Harvey Milk assassinated (1978).

Loma Prieta Earthquake collapses portion of
San Francisco-Oakland Bay Bridge, starts fires
across city, kills 62, injures 3,757, and leaves
12,000 homeless (1989).

Oakland-Berkley Hills Conflagration kills 25
and injures 150 people (1991).
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1996-2000

2001-2005

2006-2010

President Pastrana Arango begins peace
talks with guerrillas (1998). Powerful
earthquake kills ~1,000 people (1999).

President and Farc rebels engage in
unsuccessful peace talks (2001-02).
Government declares war zone in south in

response to increased guerilla attacks (2002).

Suspected Farc explosions in Bogota kill 20
people (2002). Exploratory peace talks with
ELN begin (2005).

Colombia and U.S. agree to free trade deal
(2006). Government releases jailed Farc
guerrillas, but Farc refuses to release
hostages until government sets up
demilitarized zone; Hundreds of thousands
of citizens protest conflict and kidnappings
(2007). Pyramid investment schemes
suddenly collapse, triggering violent
protests (2008). Venezuela freezes relations
with Colombia; Pres. Chavez orders 15,000
Venz. Troops to Colombian border; Guerilla
groups organize to attack Colombian armed
forces (2009). Violence by guerillas increases
(2010).

Hong Kong reverts to Chinese rule under the
"one country, two systems" formula (1997).
First elections held (1998).

Government releases proposals for anti-
subversion law known as Article 23 (2002).
Large protests against Article 23 (2003). SARS
outbreak; strict quarantine measures
enforced (2003). Large protests against
Chinese rejection of universal suffrage in
Hong Kong (2004).

Restrictions placed on number of pregnant
women from mainland China coming to
Hong Kong to give birth, evading one-child
policy and drawn by the prospect of Hong
Kong residency (2007). Struggles for full
democratization and suffrage continue.

*Period of 1927-2010 reflects time from the earliest possible birth of study participant to the end of data collection.

1. British Broadcasting Corporation, 2012
2. British Broadcasting Corporation, 2016
3. Virtual Museum of San Francisco



Colombia has endured more than 50 years of armed internal conflict between the
government and various rebel organizations in which both sides have engaged in
innumerable acts of human rights abuse and violence, including kidnappings, forced
disappearances, harassment of citizen groups, unjust and unlawful arrests, and violence
against women (British Broadcasting Corporation, 2012). Likewise, women in Hong
Kong have experienced varying degrees of political and civil unrest due to long-
standing political and social conflict with Mainland China. Though border policies
between Hong Kong and China are more relaxed, many migrant women from China are
subject to violence and lack healthcare and legal service access (Wong, Holroyd, Chan,
Griffiths, & Bingham, 2008). Finally, women in San Francisco are exposed to
characteristics of large Western, urban centers such as increasing population density,
crime, and poverty. Each of these unique contexts for trauma exposure also exists in a
larger global context of economic inequality and pervasive violence against women,
underscoring the importance of understanding both global and location-based trauma

exposure in the lives of women.

2.2 Literature on Trauma Exposure

Many estimates of trauma exposure use informal Diagnostic and Statistical

Manual of Mental Disorders (4th ed.; DSM-IV)-based checklists, rather than validated
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instruments (e.g. Roberts, Gilman, Breslau, Breslau, & Koenen, 2011; Sartor et al., 2012),
and the types of traumatic events included in these assessments are often limited to
experiences of bereavement, disaster, and violence. Some studies that include less-
studied traumatic events do not provide detailed prevalence data. Rather, prevalence is
reported for categories of traumatic events, such as “other child trauma” and “other
adult trauma” (Myers et al., 2015, p. 247), limiting understanding on the full spectrum of
women’s traumatic experiences and their effects on health. Further, only a few studies
(e.g. Horesh, Lowe, Galea, Uddin, & Koenen, 2015; Roberts et al., 2011) assess trauma
exposure among community-based samples, that is, in the locations where participants
perform the normal activities of their daily lives. Most measure trauma exposure among
specific populations—women attending court for drug offenses (Sartor et al., 2012),
women who are incarcerated (Briere, Agee, & Dietrich, 2016), or refugees seeking
asylum (Haldane & Nickerson, 2016) —which restricts the diversity of women included
in research.

Finally, we were unable to locate studies that compare women’s trauma
exposure across national and cultural groups. Though the effects of political and cultural
contexts on trauma in the lives of women have been acknowledged (Schnyder et al.,

2016), understanding differences in trauma exposure across these diverse contexts is
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difficult without the ability to draw direct comparisons. This study is the first to collect
cross-national data from community-based women using the same, validated
instrument to allow for comparisons of trauma exposure. The purpose of this article is to
describe and compare trauma exposure by type and prevalence among community-
based women in the three Pacific Rim nations. Data reported were collected from 2006 to

2010 in Medellin and Cali, Colombia; Hong Kong; and San Francisco, in the USA.

2.3 Methods
I"#'$%6&' ()*+ %

This descriptive research study is part of a long-term collaboration between
faculty at the University of California at San Francisco (UCSF) School of Nursing; La
Universidad de Antioquia School of Nursing in Medellin, Colombia; Instituto Nacional
de Perinatologia in Mexico City, Mexico; and the University of Hong Kong Department
of Nursing Studies. Samples recruited in Colombia, Hong Kong, and San Francisco
provided data for women on three of the four continents that comprise the Pacific Rim.
Convenience sampling through posted notices at community health sites and snowball
sampling was used to recruit community-based women. Snowball sampling is a

recruitment technique in which one participant encourages a friend or family member to
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also participate in a study. Researchers at UCSF also used advertisements posted on
Craigstlist.org and in newspapers for recruitment.
"#"1%,+'-./+- %

The Life Stressor Checklist-Revised (LSC-R; Wolfe, Kimerling, Brown,
Chrestman, & Levin, 1996), composed of 30 items, was used to determine the prevalence
and type of trauma exposure. Two open-ended questions were added to the instrument:
“Are there any events we did not include that you would like to mention?” and “Have
any of the events mentioned above ever happened to someone close to you so that even
though you didn’t see it yourself, you were seriously upset by it?” The LSC- R fills an
important niche in trauma research because it is an index tailored for women that
includes life events not typically recognized in clinical settings or included in trauma-
exposure research, such as abortion or miscarriage or being arrested and taken to jail or
prison. The authors of the LSC-R recognized sex-based disparities in trauma exposure,
and developed the LSC-R for use with women, beginning with focus group discussions
with older women to learn about trauma across the lifespan to inform the content of the
instrument (McHugo et al., 2005). A recent study found using a single, open-ended
question resulted in underestimation of trauma exposure among women, as compared

to a comprehensive multi-item assessment (Monson, Lonergan, Caron, & Brunet, 2016).
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For each item, the LSC-R inquires whether a woman has experienced the event,
her age at that time, the duration of the event, the extent to which the event affected her
life, and the extent of associated distress. The LSC-R is scored by summing the number
of events endorsed (range 0 to 30; Wolfe et al., 1996) and does not have a cut-off score for
trauma exposure. The content validity of the LSC-R was established through a review of
literature (Wolfe et al., 1996), and test-retest reliability ranging from 0.52 to 0.95 was
established for each item, exceeding acceptability criteria (k > 0.40; McHugo et al., 2005).
The LSC-R was translated into Spanish and Mandarin using forward and backward
translation by bilingual nurse researchers in Colombia and Hong Kong who were
knowledgeable about the instrument and cultural variations in language; this process

has been described in detail by Humphreys and colleagues (2011).

"H#'#12+3./+- %o

Ethical approval was obtained at each of the involved institutions. Members of
the research team who spoke the primary language at each location followed the
approved protocol to collect verbal consent and data from interested women who

wished to enroll. Each participant independently completed the LSC-R.
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Statistical analyses were performed using SAS 9.4 software (SAS Institute Inc.,
Cary, NC, USA). Non-directional statistical tests were conducted with significance set at
.05 for all tests. The level of significance was not adjusted for multiple outcomes due to
the exploratory nature of this study. Descriptive statistics were used to summarize the
demographic characteristics, number of traumatic events, and type of trauma exposure
for the entire sample as well as each community-based sample (location).

Fisher’s exact tests were performed to test for between-location differences in
proportion for categorical measures, followed by a posteriori pairwise comparisons when
the overall test result was statistically significant. Fisher’s exact tests were applied rather
than chi-square tests due to the low expected cell counts for several traumatic events
and sample characteristics. Analysis of variance procedures using general linear models
(GLM) due to unequal sample sizes were conducted to test for between-location
differences in continuous measures, followed by a posteriori pairwise comparisons using
least-squares t-tests when the overall test result was statistically significant. Each
completed LSC-R questionnaire was scanned for responses to the two open-ended
questions, and responses were translated and categorized. For example, “brother’s

cancer” and “brother has epilepsy” were categorized as “Illness of family member.”
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2.4 Results
1"4"$9%68& () +9%;<''26+/:-6:2- %

A total of 576 women were recruited, including 217 women from Medellin, 159
women from Cali, and 100 women each from Hong Kong and San Francisco; samples
are described in Table 2. A posteriori comparisons indicated that, on average, women in
Cali were significantly older than women in Medellin, San Francisco, and Hong Kong (p
<.05); mean age did not significantly differ between the latter locations. Women in San
Francisco reported significantly higher mean levels of education, followed in descending
order by women in Cali, Medellin, and Hong Kong (p < .05). Rates of employment did
not differ significantly among women in Medellin, Cali, and San Francisco, but were

significantly lower in Hong Kong (p <.05).

33



12

Table 2: Demographic Characteristics and Trauma Exposure

Variable Total Medellin Cali Hong San Statistics Pairwise

Sample (N=217) (N=159) Kong Francisco Comparisons
(N =576) (N =100) (N =100)

Agel

Mean (SD) 36.3 (13.9) 37.5(15.5) 31.0 (13.4) 40.2 (7.1) 38.0 (13.9) Fs,570=12.3, C>M=F=

Min, Max 18 -79 18-79 18-74 27 - 59 18-75 p <.0001 HK

Last Grade in School

Mean (SD) 12.5 (3.8) 12.1 (3.9) 13.3 (3.3) 9.7 (3.1) 14.6 (2.7) Fs,565=38.8, SE>C>M>

Min, Max 0-22 5-18 5-18 0-17 8§-22 p <.0001 HK

Employed?

Number (%) 304 (54.0) 129 (61.7) 95 (61.7) 28 (28.0) 52 (52.0) X% =36.1, M=C=SF>

p <.0001 HK

Number of Traumas Per

Person!

Mean (SD) 7.0 (4.0) 7.2 (3.8) 6.5 (3.2) 52(3.1) 9.2 (5.0) Fs572=20.1, SE>M=C>

Min, Max 0-24 0-20 1-15 0-15 0-24 p <.0001 HK

Min = minimum value; Max = maximum value; ! One-way analysis of variance using a General Linear Model with a posteriori pairwise
comparisons using least squares means t-tests; 24 x 2 chi-square test with a posteriori pairwise comparisons using 2 x 2 chi-square tests. Level of
significance of 0.05 set for overall test and a posteriori pairwise comparisons. Greater than (>) symbol indicates pairwise statistically significant

differences between locations.



2.4.2 Trauma Exposure

Only 4 women (0.7%) in the total sample reported no traumatic events of any
kind, while 169 women (29%) in the total sample reported nine or more traumatic events
(Medellin: 71 [33%]; Cali: 40 [25%]; San Francisco: 43 [43%]; Hong Kong: 15 [15%]). The
mean number of traumatic life events per person for the entire sample was 7.0 (SD = 4.0;
Table 2), with a median of 6.0 and range between 0 and 24. The GLM overall results
indicated location differences in mean number of traumatic experiences per person (p <
.0001), with the women in San Francisco reporting a significantly higher mean number
of traumatic events when compared to women in each of the other locations (all p <
.009). Women in Hong Kong reported, on average, significantly fewer events than
women in any other location (p <.009). There was no significant difference in the mean
number of traumatic events reported by women in Medellin and Cali (p > .05). The
analysis did not adjust for differences in demographic characteristics of the four cities.

Trauma exposure was further analyzed by comparing endorsement of individual
LSC-R items by location (Table 3) and the rank order of reported traumatic events by
location (Table 4). The four locations differed in the percentage of women reporting on

24 of the 30 traumatic events (Table 3). The six events for which the locations did not
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differ were (a) having someone close to you die, not suddenly; (b) physical abuse and/or
neglect; (c) being divorced or separated; (d) being in foster care or adopted; (e) having a
child with a severe handicap; and (f) other events happening to someone close.

The 10 most frequently reported traumatic events among the total sample are
reported in descending order in Table 5. Having someone close die suddenly or not
suddenly are the two most common events among three of the four locations. Having
someone close die not suddenly and having an abortion or miscarriage are the two most
commonly reported events by women in the Hong Kong. Among the five most
frequently mentioned traumatic events, only the women in San Francisco reported
emotional abuse or neglect. The five most frequently reported events were identical in

rank order for women in Medellin and Cali, Colombia.
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Table 3: Type of Trauma Exposure, n (%)

Total Medellin Cali Hong Kong San Pairwise Comparisons,
Event Sample (N=217) (N=159) (N =100) Francisco Fisher’s Exact Test*
(N =576) (N =100) p<0.05
1. Been in serious disaster 150 (26) 40 (18.4) 45 (28.3) 21 (21.0) 44 (44.0) C>M, SF>M, SF>C, SF>HK
2. Seen serious disaster 240 (41.7) 100 (46.1) 82 (51.6) 15 (15.0) 43 (43.0) M>HK, C>HK, SF>HK
3. Had serious accident 130 (22.6) 52 (24.1) 34 (21.4) 8 (8.0) 36 (36.0) M>HK, C>5F, C>HK, SF>M,
SF>HK
4. Close family member sent 135 (23.5) 58 (26.9) 35 (22.0) 7 (7.0) 35 (35.0) M>HK, C>HK, SF>C, SF>HK
to jail
5. Sent to jail 38 (6.7) 12 (5.7) 3(1.9) 1(1.0) 22 (22.0) SF>M, SF>C, SF>HK
6. In foster care/adopted 24 (4.2) 94.2) 2 (1.3) 6 (6.0) 7 (7.0)
7. Parents divorced/ 163 (28.4) 58 (26.9) 55 (34.6) 11 (11.0) 39(39.0)0 M>HK, C>HK, SF>M, SF>HK
separated
8. Divorced or separated 136 (23.7) 48 (22.2) 34 (21.4) 25 (25.0) 29 (29.0)
9. Serious money problems 211 (36.7) 85 (39.4) 42 (26.4) 39 (39.0) 45 (45.0) M>C, SF>C, HK>C
10. Serious physical or 146 (25.4) 59 (27 .4) (23) 14.5 23 (23.0) 41 (41.0) M>C, SF>M, SF>C, SF>HK
mental illness
11. Emotionally abused or 196 (34.2) 76 (35.3) 47 (29.6) 25 (25.0) 48 (48.0) SF>M, SF>C, SF>HK

neglected
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12. Physically abused or
neglected

13. Had abortion or
miscarriage

14. Forcefully separated
from child

15. Child with severe
handicap

16. Caregiver to other with

severe handicap

17. Someone close to you

died suddenly

18. Someone close to you

died not suddenly

19. Before age 16, violence

between parents

20. Seen a robbery/
mugging/attack

21. Robbed/ mugged/
attacked

52 (9.1)

157 (27.4)

35 (6.1)

20 (3.5)

139 (24.2)

307 (53.3)

370 (64.4)

179 (31.3)

231 (40.1)

256 (44.5)

27 (12.3)

42 (19.5)

5(2.3)

9(4.2)

55 (25.1)

129 (59.4)

143 (65.9)

59 (27.3)

92 (42.4)

115 (53.2)

8 (5.0)

27 (17.0)

6 (3.8)

2 (1.3)

43 (27.0)

88 (55.3)

100 (63.3)

59 (37.1)

80 (50.3)

85 (53.5)

9 (9.0)

52 (52.0)

14 (14.0)

5 (5.0)

14 (14.0)

34 (34.0)

65 (65.0)

20 (20.0)

26 (26.0)

29 (29.0)

8 (8.0)

36 (36.0)

10 (10.0)

4 (4.0)

28 (28.0)

56 (56.0)

62 (62.0)

41 (41.0)

33 (33.0)

27 (27.0)

SF>M, HK>M, SF>C, HK>C,
HK>SF

SF>M, HK>M, HK>C

M>HK, HK>C, SF>HK

M>HK, C>HK, SF>HK

C>M, SF>M, C>HK, SF>HK

M>HK, C>SF, C>HK

M>SF, M>HK, C>SF, C>HK
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22. Before age 16, abused 86 (15.0) 40 (18.8) 17 (10.7) 5(5.0) 24 (24.0) M>C, M>HK, SF>C, SF>HK

23. After age 16, abused 91 (15.9) 38 (17.8) 20 (12.6) 7(7.0) 26 (26.0) M>HK, SF>C, SF>HK

24. Sexually harassed 88 (15.4) 25 (11.7) 17 (10.7) 8 (8.0) 38 (38.0) SF>M, SF>C, SF>HK

25. Before age 16, sexually 72 (12.6) 28 (13.1) 18 (11.3) 2 (2.0) 24 (24.0) M>HK, C>HK, SF>M, SF>C,
touched SF>HK

26. After age 16, sexually 47 (8.2) 13 (6.1) 7 (4.4) 5 (5.0) 22 (22.0) SF>M, SF>C, SF>HK
touched

27. Before aged 16, forced 27 (4.7) 9(4.2) 2(1.3) 0(0.0) 16 (16.0) SF>M, SF>C, SF>HK
sex

28. After age 16, forced sex 37 (6.5) 7 (3.3) 5(3.1) 3(3.0) 22 (22.0) SF>M, SF>C, SF>HK

29. Other not mentioned 114 (19.9) 53 (24.8) 11 (6.9) 23 (23.0) 27 (27.0) M>C, SF>C, HK>C

30. Other not mentioned to (139) 24.2 56 (25.9) 34 (21.4) 19 (19.0) 30 (30.0)

someone close

A posteriori pairwise comparisons presented only if the overall 2 x 4 Fisher’s Exact Test was statistically significant at the 0.05 level.
*Greater than (>) symbol indicates pairwise statistically significant differences.



Table 4: Rank Order of Trauma Exposures, Based on Percent of Women Reporting

ov

Total Sample!  Medellin! Cali? Hong Kong! San
(N =576) (N=217) (N=159) (N=100) Francisco!
(N=100)
1. Been in serious disaster 11 19.5 9 11 5
2. Seen serious disaster 4 4 4 14 6
3. Had serious accident 17 15 14 19.5 11.5
4. Family member sent to jail 15.4 9.5 12 21.5 13
5. Sent to jail 25 245 27 29 24
6. In foster care or adopted 29 27 29 23 29
7. Parents divorced or separated 9 9.5 7 17 9
8. Divorced or separated 15.5 16 14 7.5 16
9. Serious money problems 6 6 11 3 4
10. Serious physical or mental 12 9.5 17 9.5 7.5
illness
11. Emotionally abused or 7 7 8 7.5 3

neglected
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12.

13.

14.

15.

16.

17.

18

19.

20.

21.

22.

23.

Physically abused or
neglected

Had abortion or miscarriage

Forcefully separated from
child

Child with severe handicap

Caregiver to other with severe
handicap

Someone close to you died
suddenly

. Someone close to you died not

suddenly

Before age 16, violence
between parents

Seen a robbery/ mugging/
attack

Robbed/ mugged/ attacked
Before age 16, abused

After age 16, abused

23

10

27

30

13.5

21

19

21.5

17

30

27

13.5

9.5

18

19,5

23

16

25

29

10

21

18

18

15.5

25

15.5

12

25

21.5

28

11.5

27

30

17

7.5

14

18.5

21.5

20



24. Sexually harassed

25. Before age 16, sexually
touched

26. After age 16, sexually touched
27 Before aged 16, forced sex

28. After age 16, forced sex

29. Other not mentioned

30. Other not mentioned to
someone close

20

22

24

28

26

18

13.5

23

21.5

24.5

27

29

13.5

12

20

20

24

29

26

22

14

19.5

28

25

30

27

9.5

13

10

21.5

24

26

24

18.5

15

1Rank coding: 1= highest percent reported, 30=lowest percent reported. Mean rank is reported for ties.
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Table 5: Top 10 Traumas Reported by Location, n (%)

Rank Total Sample Medellin Cali Hong Kong San Francisco
(N =576) (N=217) (N =159) (N =100) (N =100)
1 Someone close to you Someone close to you Someone close to you Someone close to you Someone close to you
died, not suddenly died, not suddenly died, not suddenly died, not suddenly died, not suddenly
370 (64%) 143 (66%) 100 (63%) 65 (65%) 62 (62%)
2 Someone close to you Someone close to you Someone close to you  Abortion or miscarriage =~ Someone close to you
died, suddenly died, suddenly died, suddenly 52 (52%) died, suddenly
307 (53%) 129 (59%) 88 (55%) 56 (56%)
3 Robbed, mugged, or Robbed, mugged, or Robbed, mugged, or Serious money Emotional abuse or
attacked attacked attacked problems neglect
256 (45%) 115 (53%) 85 (54%) 39 (39%) 48 (48%)
4 Seen a serious disaster ~ Seen a serious disaster ~ Seen a serious disaster Someone close to you Serious money
240 (42%) 100 (46%) 82 (52%) died, suddenly problems
34 (34%) 45 (45%)
5 Seen someone robbed, Seen someone robbed, Seen someone robbed, Robbed, mugged, or Been in a serious
mugged, or attacked mugged, or attacked mugged, or attacked attacked disaster
231 (40%) 92 (42%) 80 (50%) 29 (29%) 44 (44%)
6 Serious money Serious money Violence between Seen someone robbed,  Seen a serious disaster

problems
211 (37%)

problems
85 (39%)

parents before age 16
59 (37%)

mugged, or attacked
26 (26%)

43 (43%)
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Emotional abuse or
neglect
76 (35%)
Violence between
parents before age 16
59 (27%)

Emotional abuse or
neglect
196 (34%)
Violence between parent
before age 16
179 (31%)
Parents divorced or Family member put in
separated jail
163 (28%) 58 (27%)

Parents divorced or
separated
58 (27%)

Abortion or miscarriage
157 (27%)

Parents divorced or Emotional abuse or

separated neglect
55 (35%) 25 (25%)
Emotional abuse or Been divorced or
neglect separated
47 (30%) 25 (25%)

Had a serious mental or
physical illness
23 (23%)

Been in a serious
disaster
45 (28%)

Other events
23 (23%)

Cared for someone with
a serious handicap
43 (27%)

Had a serious illness
41 (41%)

Violence between
parents before age 16
41 (41%)

Parents divorced or
separated
39 (39%)

Sexually harassed
38 (38%)




2.4.3 Open-Ended Questions

Among the locations, 7% to 27% of women reported at least one traumatic life
event not included in the LSC-R and 19% to 30% of women reported at least one event
that they had not witnessed, but were still affected by (summarized in Table 6). Drug or
alcohol addiction is not an LSC-R item, but 30% of women in Medellin reported
experiencing and 16% of women in Medellin reported witnessing this event. Other
notable traumatic life events not assessed by existing LSC-R items included illness of
family member, violence by armed groups or guerillas, infidelity, break-ups, and marital
problems. Physical, sexual, and emotional violence or abuse and illness or deaths of
family members were notable events that women reported that they did not witness, but

were still affected by.
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Table 6: Other Traumatic Events Experienced or Events Experienced by Someone Close but Not Witnessed Reported in
Open-Ended Questions

9%

Other Events Experienced (N = 56)! # %* Events Not Witnessed (N = 51) # %*

Medellin  Drug or alcohol addiction 17 30%  Sexually assaulted/ tortured/ murdered 10 20%
Saw murder or suicide 7 13%  Abuse/maltreatment 10 20%
Work/work-related stress/harassment 4 7%  Drugs/alcohol 8 16%

Child sexual abuse 3 5%  Death of someone close 3 6%
Attempted kidnapping 2 4%  Family member assassinated 2 4%
Threatened by guerilla fighters 2 4%  Mother-sister/mother-daughter conflict 2 4%
Violence/related displacement from home 2 4%  Disasters 2 4%

Death of relative due to illness 2 4%  Sexual abuse of daughter by father 2 4%

Family conflict, not IPV 2 4%  Father abused/threatened mother 2 4%

Other 14  28%  Other 8 16%

Other Events Experienced (N = 21) # %*  Events Not Witnessed (N = 35) # %*

Cali Witnessed murder 3 14%  Sexual assault/rape 10 29%
Work/violence/harassment in work place 3 14%  Child sexual abuse 6 17%
Childhood sexual abuse 2 10%  Someone close died, not suddenly 6 17%
Relationship problems/infidelity 2 10%  Physical abuse 5 14%

Other 9 45%  Motor vehicle accident 3 9%
Emotional abuse 2 6%

Being punched or cut with a weapon 2 6%

Other 6 17%
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Other Events Experienced (N = 21) # %*  Events Not Witnessed (N =19) # %*
Hong Marital problems/infidelity 6 29%  Illness of family member 6 32%
Kong Bad relationship with in-laws 2 9%  Physical abuse 2 10%
Failure of business/investment 2 8%  Financial problems 2 10%
Kidnap 11 44% Infidelity of husband/partner 2 10%
Other 7 35%
Other Events Experienced (N = 26) # %*  Events Not Witnessed (N = 29) # %*

San Break up 4 15%  Sexual assault/rape 13 45%
Francisco  Sexual harassment 3 12%  Child sexual abuse 8 28%
Illness/injury of family member 3 12%  Attack/Robbery 2 7%
Disabled, had to stop work 2 8%  Motor vehicle accident 2 7%
Death of friend(s) 2 8%  Other 7 21%
Other 13 52%

N indicates the total number of responses to open questions for each sample.
* % reported exceeds because some women reported multiple events for each question.



2.5 Discussion

The findings of this study document the pervasiveness of trauma in the lives of
women; only 1% or fewer of women in each sample reported no traumatic life events of
any kind. Another noteworthy finding is that despite cultural, geographic, and national
differences, trauma exposure among women in different locations is more similar than
different—for instance, having someone close to you die suddenly was commonly
endorsed across locations. As might be expected, the 10 most commonly endorsed
events were most similar between Medellin and Cali. Women in San Francisco reported
being taken to jail or being abused (LSC-R items 5, 22-26, and 28; Table 3) more
frequently than women in other locations. These findings are aligned with previous
findings that trauma is defined by political and cultural contexts (Schnyder et al., 2016).

Historical, political, geographic, and cultural factors may explain some
differences in trauma exposure among women in Columbia, Hong Kong, and San
Francisco. For example, 44% of women in San Francisco reported being in a serious
disaster, which may reflect the frequency of earthquakes in the Bay Area. Fifty-three
percent and 54% of women in Medellin and Cali, respectively, reported being robbed,
mugged, or attacked, which may be an effect of ongoing political conflict. Finally, 52% of

women in Hong Kong reported having an abortion or miscarriage; this could be
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attributed to China’s One Child Policy for respondents who were immigrants from the
mainland.

Other differences in reported trauma exposure might be attributable to varying
cultural norms of disclosure. For instance, qualitative literature indicates that Chinese
cultural beliefs that privilege collective identity over individual identity contribute to
barriers to disclosing IPV and help-seeking among women in Hong Kong (Yuen-Tsang
& Sung, 2005). In a review of cultural differences in IPV disclosure, Montalvo-Liendo
(2009) reported that desire to protect family honor and fear of shame, criticism, or
disappointing family members were barriers to IPV disclosure among Asian and
Chinese women. Cultural barriers to disclosing violence and familial events may
partially explain why women in Hong Kong reported lower exposure to parental
divorce, violence between parents, being abused at any age, being sexually touched at
any age, and being forced sex at any age, and differences in the 10 most prevalent
traumatic events reported by women in Hong Kong versus other locations. Research
indicates that immigrant Latina and Asian women did not disclose or seek help for IPV
due to beliefs that IPV was a private matter and that keeping their family together was
important for their children (Bauer, Rodriguez, Quiroga, & Flores-Ortiz, 2000; Bent-

Goodley, 2007). Latina women in a qualitative study reported that embarrassment,
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worry about children, and a cultural tradition against disclosure were barriers to
discussing IPV with healthcare and service providers (Silva-Martinez, 2015). These
cultural beliefs may partially explain why women in Colombia reported significantly
less exposure to being abused, being sexually touched, and being forced sex than
women in some of the other locations.

Women in San Francisco were likely more racially diverse than women in the
other locations, and differences in trauma exposure across racial groups have been
reported in other studies (e.g. Roberts et al., 2011). Research indicates that among
women in racially diverse samples, fear for their personal safety and children, fear of
legal or immigration consequences, mistrust, and perceived discrimination can act as
barriers to disclosing IPV (Montalvo-Liendo, 2009; Stockman, Hayashi, & Campbell,
2015). However, rates of physical and sexual violence or abuse at any age among women
in the San Francisco sample are consistent with estimates of prevalence for these
traumatic events in the U.S. population (Centers for Disease Control & Prevention,
2013).

Different cultural beliefs and values or rates of racial and ethnic diversity may
help explain differences in the reported prevalence of certain traumatic events between

locations, but it is impossible to know whether differences in the frequency with which
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women in different locations reported these events are due to cultural or demographic
differences. However, if cultural or racial or ethnic diversity did account for these
differences, similarities in actual trauma exposure across samples might be even more
substantial. Further, though prevalence of many traumatic events is comparable across
diverse locations, trauma is culturally (Schnyder et al., 2016) and personally defined;
traumatic events experienced with identical frequency will likely have different
significance, meaning, and consequence for women in different locations and cultures

and even between women in the same community-based sample.

2.5.1 Limitations and Strengths

One limitation of this study is that data on race and ethnicity were only collected
for the San Francisco women, making it impossible to interpret within- and between-
sample differences in trauma exposure that could be related to these factors in the other
locations. For example, being a member of a race or ethnicity that experiences
discrimination may increase the likelihood that a woman has experienced violence or
arrest and incarceration. Collecting more data on race, ethnicity, and religion might have
allowed for exploration of within-location differences in trauma exposure. Study
samples provided data for women on three of the four Pacific Rim continents, and

therefore, knowledge contributed by this study about trauma exposure does not
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represent the entire Pacific Rim region. Another possible limitation of this study is the
use of snowball sampling, which may have limited the diversity of the sample in events
where friends or family were referred to the study by participants were
demographically similar to those participants. This nonprobability sampling method
was applied due to the exploratory nature of the study, and samples in this study are
limited in their representativeness and generalizability to all women in the Pacific Rim.
Thus, future confirmatory studies should be based on probability samples, such as
random sampling of all regions of the Pacific Rim, to ensure the findings are based in
nonbiased, representative samples of women. Though consistency may have been
compromised by the fact that researchers collecting data varied by site, all researchers
followed the same approved protocol, and the fact that these researchers were native
citizens or residents of each site was beneficial to recruitment and the data collection
process. Finally, this study is limited because it is impossible to know whether
differences in reported exposure to traumatic events are differences in interpretation of
instrument items, differences based in cultural beliefs and values, or actual differences in
prevalence. Recruiting community-based women in four diverse locations, collecting

data on less-researched traumatic events, and adding open-ended questions to the
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original instrument are study strengths that support the novel contributions of this

research to the existing literature on trauma exposure.

2.5.2 Implications for Practice

The results of this study indicate that trauma is pervasive in the lives of women
and that many similarities in trauma exposure exist between women in diverse
locations. Healthcare providers in each of the locations studied are more likely to
encounter women who have experienced traumatic events than not, but many of the
traumatic life events most commonly reported are not among the events routinely
assessed by healthcare providers. For instance, the Patient Protection and Affordable
Care Act provides guidelines for screening for violence or abuse and providing brief
counseling to all women (Centers for Medicare and Medicaid Services, 2014). However,
no such guidelines currently exist to support screening or providing counseling for
other traumatic life events that women experience. Crosby (2013) and Felitti (2002)
provide helpful examples of such open- ended questions: What traumatic events have
happened? How are your body and mind repairing the injuries from those events? What
have you done in your daily life to help yourself recover? (Crosby, 2013, p. 522), and
How is what happened to you in the past affecting you now? (Felitti, 2002, p. 47).

Including more open questions about trauma exposure beyond IPV or sexual violence
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could benefit women by giving them opportunities to discuss significant life events and
by enabling providers to tailor counseling and resource referrals. Further, the results of
this study indicate that most women do not experience a singular traumatic life event,
but rather a multiplicity of events. Broadening screening questions can help providers
assess the intertwined effects of multiple traumatic life events, and the enhanced needs

of women who experience them.

2.5.3 Future Research

Future research on trauma exposure among women should continue to use
validated instruments among diverse samples to generate further knowledge on how
trauma exposure varies across location, culture, and geography. Using longitudinal
designs in future research would enhance understandings of trauma exposure
throughout the lives of women, rather than at a singular point of assessment. Once a
better understanding of trauma exposure is established, future research can more
effectively move to understand the multilevel, short- and long-term effects of trauma in
women’s lives. There is evidence of a long-lasting association between trauma exposure
and symptoms (e.g. Dunn, Nishimi, Powers, & Bradley, 2017; Handley et al., 2015;
Horesh et al., 2015), but these studies are still limited by assessing only specific

symptoms or disorders (e.g., depression, addiction) or the inability to compare data
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across national and cultural groups. Globalization, migration, and other factors that
contribute to within- and between-sample differences in trauma exposure beg further
inquiry into cultural perceptions of traumatic life events, the significance and meaning
assigned to these experiences, and the relationships between culture, location, trauma
exposure, and symptoms. Future research aimed at improving how we inquire about
trauma and fosters collaboration across locations for this research will be instrumental to

understanding trauma in the lives of women and its consequences.

2.6 Conclusions

Trauma pervasively affects women across diverse nations in the Pacific Rim. The
vast majority of women surveyed in Colombia, Hong Kong, and San Francisco had
experienced at least one traumatic life event, and most women reported multiple events.
Further, extensive similarities were found in the types of traumatic events most
commonly reported by women; however, most of these common traumatic events are
not those included in routine screening by healthcare providers. This study offers
relevant knowledge on trauma exposure among women that providers in diverse
locations can use to enhance practice, and supports future research to enhance
knowledge on trauma exposure among women, and on the effects of trauma in the lives

of women.
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3. A Synthesis of the Literature on Trauma-Informed
Care

Patients with a history of traumatic life events who enter the healthcare system
are particularly vulnerable because they can become distressed or re-traumatized as the
result of healthcare experiences (Coles & Jones, 2009). Trauma occurs when an
individual experiences an event such as sexual assault, physical injury, or the threat of
death that they are unable to prevent, stop, or psychologically process (Meszaros, 2010).
The physical and psychological nature of some traumatic events, such as child abuse,
child sexual abuse, sexual assault, and intimate partner violence, places these patients at
risk for experiencing distress during examinations or procedures (Cadman et al., 2012;
Leeners et al., 2007; Robohm & Buttenheim, 1996); survivors of these events make up a
large proportion of healthcare consumers. While the Centers for Disease Control and
Prevention (CDC) estimates that one in five women have experienced rape (Centers for
Disease Control & Prevention, 2013), the number of sexual trauma survivors in the U.S.
is generally considered to be underestimated because these events are highly
stigmatized and underreported (Luce et al., 2010). Additionally, results from the
Adverse Childhood Events (ACEs) study show that an increasing number and variety of

traumatic events in childhood are associated with increased risk for adult health
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problems such as depression, addiction, sexually transmitted disease, obesity, ischemic
heart disease, and cancer (Felitti et al., 1998). These chronic diseases often necessitate
frequent interactions with the healthcare system. A large population of patients may be
suffering from the symptoms and sequelae of trauma and could benefit from trauma-
informed care, which uses an understanding of trauma to meet the unique healthcare
needs of survivors (Rosenberg, 2011).

Trauma-informed care is based on Trauma Theory. Early psychologists
hypothesized that if traumatic memories cannot be verbally or symbolically processed,
then they are stored as physiological reactions to stimuli, situations, or states of arousal
that recall the traumatic experience; classic neurological research on trauma supports
these hypotheses (van der Kolk, 1994). Altered or impaired memory processing of
traumatic events (van der Kolk, 1994) can contribute to unpredictable manifestations of
trauma symptoms in response to stimuli that can seem unrelated to the original
experience (Harris & Fallot, 2001b). Trauma-survivors may experience distress,
dissociation, or other uncomfortable symptoms related to intimate healthcare
procedures or seemingly noninvasive stimuli, such as the tightness of a blood pressure
cuff or weight of an x-ray apron. Providers may be unable to identify or predict which

stimuli or environmental factors contribute to trauma symptom responses.
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Somaticized memories of trauma can be easily triggered by physical healthcare
examinations and procedures, and re-experiencing traumatic memories can “set off a
cascade of negative feelings and emotions” (van Loon et al., 2004, p. 211). Somatization
is particularly relevant for survivors of physical and sexual abuse, for whom traumatic
memories are concretely tied to physical sensations. Survivors of sexual abuse report
feeling generalized anxiety and even panic during physical examinations, particularly
examinations and procedures that involve bodily sites of abuse, such as the genitals and
breasts (Roberts et al., 1999). Additionally, the interpersonal dynamics of physical
examinations —such as being told to relax, or feeling trapped or restrained —can mimic
the dynamics of abuse or violence and trigger memories of when the survivor’s bodily
autonomy was violated (Roberts et al., 1999; Robohm & Buttenheim, 1996; Stalker,
Russell, Teram, & Schachter, 2005). Therefore, understanding trauma and learning how
to care for survivors are particularly important for providers of physical healthcare.
However, trauma-informed physical healthcare has not been widely researched or
implemented, despite it being an important extension of current knowledge on caring
for survivors.

Trauma-informed care aims to meet the unique needs of trauma survivors

(Rosenberg, 2011) and has been studied and practiced in the contexts of addiction
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treatment (Covington, 2008; Frisman, Ford, Lin, Mallon, & Chang, 2008; Harris & Fallot,
2001a; Morrissey et al., 2005) and inpatient psychiatric care (Barton, Johnson, & Price,
2009; Chandler, 2012; Regan, 2010). There is a growing body of literature on trauma-
informed practices in physical healthcare settings, with most research published in
women’s health disciplines. However, a review of the literature has yet to focus on
physical healthcare for trauma survivors.

The purpose of this synthesis of the literature is to examine existing research on
trauma-informed physical healthcare for survivors of physical and sexual abuse and to
generate implications for practice, research, and policy that support the implementation

of trauma-informed physical healthcare.

3.1 Methods

Using the PubMed and CINAHL databases, I conducted a search in September

2013 that generated 1136 English-language results. Search terms and Boolean connectors

awis

used were: “care for survivors” AND “child abuse,” “care for survivors” AND “sexual

awis anis

abuse,” “care for survivors” AND “physical abuse,” “care for survivors” AND
violence,” and “trauma-informed care” OR “trauma informed care.” In order to assess
the full body of existing research, the search was not filtered for publication date. Article

citations were imported into Endnote, duplicate publications were removed, and 652
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titles and abstracts were scanned for exclusion or inclusion. Table 7 provides a summary
of the exclusion criteria, and Figure 2 provides a summary of the selection process.
Publications were excluded if they:

e Did not focus on survivors of child or adult sexual or physical abuse,

e Did not pertain to physical healthcare settings, or

e Did not discuss trauma-informed practice.

Table 7: Publication Exclusion Method

Exclusion Criteria Number Excluded Number Remaining
Duplicates 484 652
Trauma Type 127 525
Not Physical Healthcare 243 282
Not Trauma-Informed Care 231 51
Not Empirical 31 20
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Articles identified through 484 Duplicates excluded:
PubMed and CINHAL > (n=652)
search: (n=1136)
A\ 4
Articles screened by title 619 Articles excluded:
and abstract. > (n=33)
A 4
Full-text articles reviewed. 13 Articles excluded:
> (n=20)
Bibliography scans 6 Articles identified:
completed. > (n=26)
\ 4

Articles included in
synthesis:
(n=26)

Figure 2: Selection Process

Many publications in the fields of gynecology, obstetrics, and midwifery
presented theoretical discussions of trauma-informed care, theoretical models, patient
care narratives, reflections on presentations, personal experiences with care, or general
reflections on clinical experiences. Not surprisingly, articles in obstetrics and midwifery
focused on prenatal care and childbirth, while articles in gynecology focused on primary

and secondary care unrelated to pregnancy. Theoretical articles were older, almost

61



exclusively being published before 2000, and reflect the emergence and
conceptualization of trauma-informed care in these disciplines. Across women’s health
disciplines (i.e., gynecology, obstetrics, and midwifery), theoretical articles presented
very similar conclusions and implications for practice as empirical articles, and were
excluded in favor of the empirical ones, including those that reviewed the literature or
research. Theoretical articles from other disciplines, such as a narrative report on caring
for a physical therapy patient (Dunleavy & Kubo Slowik, 2012), are included because
empirical publications from these disciplines were not available at the time of this
search. I retained 20 articles for full-text review, and scanned the bibliographies of the
selected articles to identify six additional publications. A total of 26 publications were
included in this synthesis.

I systematically abstracted each article using the Matrix Method (Garrard, 2011)
with the following headings: author, title, year of publication, journal, key concepts,
sample size and characteristics, measures, methods, findings, strengths, limitations,
implications for research and practice, novel contributions, and link to this synthesis.
Using this matrix, I synthesized the findings to identify the following themes: trauma
screening and patient disclosure, provider-patient relationships, minimizing distress

and maximizing autonomy, multidisciplinary collaboration and referrals, and trauma-
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informed care in diverse settings. These themes were used to organize this synthesis of

the literature on trauma-informed care for survivors of physical or sexual abuse.

3.2 Findings

Empirical publications (n = 16) included in this synthesis are from the disciplines
of midwifery, gynecology, obstetrics, and primary care. A smaller number of theoretical
papers (n =10) in the fields of physical therapy, prison healthcare, orthopedic nursing,
HIV/AIDS care, gastroenterology, and oncology also are included to represent the
emerging use of trauma-informed care in different disciplines. The following sections
explore themes identified across empirical and theoretical literature on trauma-informed

care.

3.2.1 Trauma Screening and Patient Disclosure

Sensitive inquiry into patients’ trauma history is the first step to providing
trauma-informed care. However, the results of this research indicate that providers do
not routinely ask patients whether they have experienced traumatic life events. In a
study by Ross and colleagues (2010), nurses reported that barriers to inquiring about
sexual violence or abuse included not having enough time with patients, feeling
uncomfortable asking questions about sexual experiences, and not knowing how to

respond. Research indicates that only 18-19% of female survivors of childhood sexual
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abuse (CSA) report ever being asked about abuse by any healthcare provider
(McGregor, Julich, Glover, & Gautam, 2010; Robohm & Buttenheim, 1996), but that
96.5% of these women wanted healthcare providers to inquire routinely (McGregor,
Julich et al., 2010). All female CSA survivors in one study reported that they were never
asked about traumatic experiences during visits to the Emergency Department (ED) (van
Loon et al., 2004). Lack of inquiry in the ED represents a significant missed opportunity
to provide trauma-informed care and referrals to women who are at increased risk for
both past and present abuse, and for whom the ED is a gateway into the healthcare
system (van Loon et al., 2004). McGregor, Julich et al. (2010) and Roberts et al. (1999)
both suggest that healthcare providers should universally screen patients for past and
current abuse.

Current empirical evidence demonstrates that trauma screening methods and
provider characteristics can either facilitate or hinder patient disclosure. Provider
behaviors that facilitated patient disclosure included: providing assurances of privacy
and confidentiality (van Loon et al., 2004), screening while the patient was still fully
clothed (Robohm & Buttenheim, 1996), and not hurrying history interviews (S. J. Roberts
et al., 1999). Female CSA survivors visiting the ED noted that breaches of confidentiality

resulted in intense feelings of betrayal reminiscent of abuse (van Loon et al., 2004).
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Screening methods that best facilitate patient disclosure are less clear. For instance, one
female CSA survivor felt that inquiring about abuse on a paper history form was not
personable enough to make her feel comfortable disclosing her history, while others
appreciated being able to disclose abuse on paper without being obligated to discuss it
with providers (Roberts et al., 1999). Nurses expressed concern that singular, generic
screening outside of an established relationship is not conducive to disclosure (Ross et
al., 2010). Using paper and verbal screening methods and inquiring routinely
throughout healthcare contacts might be most effective for facilitating disclosure.
Feelings of shame, guilt, and stigmatization associated with physical and sexual
abuse can act as barriers to disclosure. Both female and male CSA survivors emphasized
the importance of providers’ nonjudgmental and calm response to disclosures of trauma
histories (Roberts et al., 1999; Stalker et al., 2005; Teram, Stalker, Hovey, Schachter, &
Lasiuk, 2006). The most common reasons for not disclosing a history of CSA reported by
female survivors were feelings that the healthcare provider would not believe them or
would not be sensitive to the impact of CSA on their healthcare experience (McGregor,
Julich et al., 2010). Female CSA survivors who were dismissed or belittled by healthcare
providers reported increased feelings of stigmatization and were unlikely to disclose

abuse in the future (van Loon et al., 2004). Male CSA survivors reported similar fears
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that they would not be believed by healthcare providers, and also were concerned that
their experiences would not be treated with the same gravity as those of female CSA
survivors (Teram et al., 2006). Some male CSA survivors abused by women reported
being dismissed by healthcare providers, and those abused by men sometimes
experienced homophobic reactions from providers; male CSA survivors indicated that
these experiences acted as barriers to future disclosure of their CSA history (Teram et al.,
2006). Many male CSA survivors in Teram and colleagues’ (2006) study expressed
difficulty being cared for by male providers, and were more likely to disclose abuse to
female providers; those who did prefer male providers explained that male providers
were less likely to inquire about abuse, allowing survivors to avoid discussing painful
experiences. Similarly, women in McGregor and colleagues’ study reported that female
providers’ responses to disclosure were more helpful than the responses of male
providers, and rated male providers’ responses as more unhelpful (McGregor, Julich et
al., 2010). Though preferences for provider gender are inconsistent, across publications,
providers responding appropriately to patient disclosure of trauma is an important step
in building trust, facilitating discussion, and understanding survivors’ needs.

Survivors may not disclose abuse during the initial healthcare encounter, and

some survivors may never disclose histories of trauma to healthcare providers. In the
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absence of verbal disclosure, nurses in one study used their intuition and interpretation
of patients’ nonverbal cues to alter their care for patients they suspected might be
trauma survivors (Ross et al., 2010). These nurses indicated that intense response to
touch, lack of eye contact, and restlessness indicated that a patient might have
experienced sexual abuse (Ross et al., 2010). Coles and Jones (2009) suggest that
providers should remain observant for such nonverbal cues in their interactions with all

patients.

3.2.2 Provider-Patient Relationships

The development of a trusting provider-patient relationship can help survivors

feel comfortable and empowered to discuss traumatic experiences (Battaglia et al., 2003).
Abuse by close family members, friends, or romantic partners is a serious breach of trust
between the perpetrator and survivor, and trauma-informed care involves building trust
between the patient and provider. Research indicates that survivors were more likely to
trust providers who they felt shared common traits, mannerisms, or experiences
(Battaglia et al., 2003); treated the survivor with compassion, and took a personal interest
in their well-being (Leeners et al., 2007). Battaglia et al. (2003) identified provider
communication skills, professional proficiency, and practice style as important elements

of trusting provider-patient relationships. Female survivors of intimate partner violence
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(IPV) in this study valued providers openly discussing abuse and medical issues, being
emotionally available, being easy to contact, and being willing to take extra time during
visits (Battaglia et al., 2003). Emotional availability is closely linked to providers’ self-
understanding and recognition of the potential for mutual reward in building
meaningful relationships with trauma survivors (Ross et al., 2010).

Trauma-informed care also requires that providers recognize and work against
imbalances of power in provider-patient relationships that are often reminiscent of
abuses of power in inter- personal violence (Aaron et al., 2013). Hierarchy is innate in
most provider-patient relationships, as the result of providers’ specialized knowledge
and patients” dependent role (J. S. Seng & Hassinger, 1998). Healthcare providers
responding to a case study suggested that trauma-informed providers should recognize
this power imbalance and acknowledge a patient’s willingness to participate and his or
her contributions and expertise (Seng & Hassinger, 1998). These providers also stated
that in egalitarian provider-patient relationships, both parties collaboratively create a
plan of care that incorporates the patient’s desires, capabilities, and self-knowledge
(Seng & Hassinger, 1998). Aaron et al. (2013) expressed that patients should have final
control over making decisions about their care, and that providers should take

responsibility for establishing true collaboration. Building trusting and egalitarian

68



provider-patient relationships is foundational to trauma-informed practice; engaging in
open communication and supporting patient autonomy can help providers and patients

achieve balanced relationships.

3.2.3 Minimizing Distress and Maximizing Autonomy

Minimizing patient distress and maximizing patient autonomy are useful
principles to guide healthcare decision-making. Female CSA survivors expressed that
providers whom they felt knew and understood them as people and with whom they
had an ongoing relationship were the most helpful in making positive healthcare
decisions (Roberts et al., 1999). Survivors and providers in three studies indicated that
providers also should have a strong knowledge of trauma symptoms in order to help
patients manage distress during healthcare (Cadman et al., 2012; McGregor, Glover,
Gautam, & Julich, 2010; J. S. Seng & Hassinger, 1998). Understanding trauma symptoms
can enable providers to prepare for how trauma may manifest during healthcare
interactions and respond sensitively to patient distress.

Providers may need to make extra efforts to help patients who experience
dissociation, a common manifestation of trauma in which the survivor becomes
unresponsive and disengaged in a situation that causes them distress (Draucker &

Spradlin, 2001; Dunleavy & Kubo Slowik, 2012; Heritage, 1998). Research indicates that
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providers and patients may address dissociation in different ways. Heritage (1998)
stated that providers should allow patients to dissociate during procedures that
overwhelm them, rather than calling their attention to the healthcare interaction.
Draucker and Spradlin (2001) noted that patients who experience dissociation might
need written information regarding examination results or instructions for follow-up
care. In contrast, physical therapists working with a female survivor of sexual abuse
used verbal techniques to help the patient maintain focus because her engagement was
critical to providing care (Dunleavy & Kubo Slowik, 2012). Oncology nurses taught a
female CSA survivor techniques to remain mentally present during procedures
(Wygant, Hui, & Bruera, 2011). Deciding whether and how to facilitate or mitigate
dissociation during stressful procedures will vary for different healthcare settings and
outcome goals.

A common element of minimizing distress and maximizing autonomy is
obtaining patient consent to perform or continue procedures. Female survivors of child
and adult sexual abuse in numerous settings and studies stated that being asked for
their verbal consent by providers in healthcare settings before examinations or
procedures made them feel more comfortable and in-control (Aaron et al., 2013; Coles &

Jones, 2009; Muzik, Ads, Bonham, Rosenblum, et al., 2013; Roberts et al., 1999). Female
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CSA survivors in Coles and Jones’ study suggested that providers should ask for
consent before beginning care and at points of transition between different steps and
procedures. Postpartum female CSA survivors wanted providers to obtain their consent
before touching or examining their babies (Muzik et al., 2013). These women also found
explanations about the necessity of procedures, as well as explanations about what
sensations they might experience, helpful in preventing and mitigating distress (Muzik
et al., 2013).

Minimizing patient distress requires provider flexibility. The most common
suggestions for mitigating distress given by survivors were assessing whether patients
feel comfortable (Coles & Jones, 2009; Muzik et al., 2013) and allowing for breaks or
stopping procedures when patients feel overwhelmed (Coles & Jones, 2009; Dunleavy &
Kubo Slowik, 2012; Roberts et al., 1999; Seng & Hassinger, 1998). Similarly, Averbuch
and Spatz (2009) recommend that postpartum nurses provide reassurance and support
to female survivors of sexual abuse in stopping breastfeeding if they find the associated
sensations distressing (Averbuch & Spatz, 2009). Trauma-informed care requires
constant analysis of the health benefits versus the emotional costs of continuing

healthcare procedures or health-promoting behaviors.
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Minimizing distress also can involve skipping unnecessary procedures (Roberts
et al., 1999) and modifying necessary ones. The necessity of healthcare procedures
should be evaluated on an individual basis and in a collaborative manner that supports
patient autonomy. Unnecessary procedures are typically those that are simply ordered
as a matter of routine, rather than individual need (Roberts et al., 1999), or those that are
commonly practiced but are not proven to significantly improve outcomes. For example,
adhering to updated U.S. Preventative Task Force Guidelines that recommend biennial
mammography for women 50 to 74, rather than the previous recommendation for
annual mammography for women over 40 (Esserman & O'Kane, 2014) and cervical
screening (PAP smears) every three years for healthy women, rather than previous
recommendations for annual screening (Karjane & Chelmow, 2013) could allow women
to avoid these potentially distressing procedures. Additionally, unnecessary screenings
and procedures often can lead to further unnecessary and more intrusive procedures,
such as positive mammography results leading to breast biopsies and aggressive
treatment of cancers that would not have grown (Esserman & O’Kane, 2014). When
intrusive procedures are necessary, simple modifications such as side-lying rather than
prone positioning during cervical screening, can decrease discomfort (Cadman et al.,

2012). Providing adequate pain management during procedures also is important for
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survivors of abuse who can experience increased sensitization to pain (Davy, 2006;
Draucker & Spradlin, 2001).

Other modifications to the healthcare setting or to procedures also can help
reduce the risk that patients will experience distress or discomfort. In one study (Coles &
Jones, 2009), female survivors of CSA felt more comfortable if they were allowed to
bring a support person to medical appointments. Two studies (Roberts et al., 1999;
Robohm & Buttenheim, 1996) found that female CSA survivors felt more comfortable
when they were allowed to wear more clothes during an examination. Despite these
findings and the wealth of established strategies to minimize patient discomfort, only
one study tested an intervention with this aim. Smith and Smith (1999) tested a more
modest gynecological exam gown with a sample of 69 women, 22 of whom reported a
history of CSA. Participants were randomly assigned to the intervention (modified
gown, made of cloth and with a full skirt and Velcro closures) or control (usual paper
gown) groups. Female CSA survivors who wore the cloth gown experienced less
distress than those who wore the usual paper gown during a gynecological exam (M. S.
Smith & Smith, 1999). Each of the strategies mentioned in this section involves altering
elements of healthcare settings or procedures with the goal of avoiding distress and

supporting patient autonomy.
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Providers interviewed by Seng and Hassinger (1998) suggested that
acknowledging patients” agency in healthcare decisions, continued willingness to
participate, and self-expertise could help survivors feel more autonomous and
empowered. Physical therapists caring for a female survivor of sexual abuse effectively
used the patient’s preferences to modify her physical therapy (Dunleavy & Kubo Slowik,
2012). A study on postpartum CSA survivors also supported recognizing survivors’
expertise on their lives, symptoms, and needs in order to increase the survivors’ feelings
of autonomy and empowerment (Muzik et al., 2013). The nature of the healthcare
setting, however, may pose challenges to maximizing the autonomy of survivors in
healthcare interactions. For example, Harner and Burgess (2011) discussed the challenge
of giving incarcerated patients control over health decisions and interactions in
authoritarian prison environments. Across settings, maximizing patients” autonomy as
much as possible can minimize distress and improve healthcare experiences for trauma

survivors.

3.2.4 Multidisciplinary Collaboration and Referrals

Studies across a variety of disciplines concluded that multidisciplinary
collaboration and appropriate referrals are important elements of trauma-informed care.

Muzik et al. (2013) found that postpartum CSA survivors would value an integrated
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clinic that could provide services for their whole families. These women felt that a single
location would increase ease and convenience and minimize distress associated with
unfamiliar environments (Muzik et al., 2013). Postpartum CSA survivors in this study
also emphasized that this type of clinic would allow all providers involved in their care
to share knowledge about their trauma history, allowing survivors to avoid the stress
associated with sharing their story with numerous strangers (Muzik et al., 2013). Such an
integrated approach could improve accessibility and continuity of care for trauma-
survivors.

Multidisciplinary collaboration to provide care for trauma- survivors is not
limited to integrated clinics. For example, physical therapists caring for a survivor of
sexual assault effectively partnered with the patient’s psychotherapist to create a plan of
care that supported the patient in simultaneously dealing with her trauma symptoms
and severe back pain (Dunleavy & Kubo Slowik, 2012). Wygant et al. (2011) describe
how collaboration between nurses, social workers, and oncologists was effective in
coordinating trauma-specific, oncological, and palliative care for a female CSA survivor.

Trauma survivors also can benefit from appropriate referrals to other needed
services. Female CSA survivors using the ED for healthcare desired easily accessible

information on and referrals to services such as addiction counseling and trauma-
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specific therapy (van Loon et al., 2004). Aaron et al. (2013) recommended that providers
caring for female survivors of CSA who have HIV/AIDS should perform routine mental
health screenings and provide referrals to trauma-specific counseling and therapy
services. Female survivors of CSA in one study cautioned that they felt distressed when
providers made referrals for unnecessary and invasive procedures, or made referrals to
providers who did not practice trauma-informed care (Roberts et al., 1999). Trauma-
informed care involves being judicious in deciding when and to whom to make referrals

for survivors.

3.2.5 Trauma-Informed Care in Diverse Settings

The practice and study of trauma-informed care in diverse healthcare
environments enhances the ability of trauma-informed providers to engage in sensitive
multidisciplinary care and referrals. This emerging body of literature illustrates the
expansion of trauma-informed physical care from gynecology, obstetrics, and midwifery
to more diverse settings. Because research in these fields is more novel and exploratory
in nature, these publications are largely non-empirical or case study papers. Davy (2006)
used clinical nursing experience to present guidelines for providing trauma-informed
care for patients undergoing gastroenterological endoscopy, a very invasive procedure

with the potential to cause intense distress. Case study papers have focused on caring
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for survivors of sexual abuse in physical therapy (Dunleavy & Kubo Slowik, 2012),
orthopedic surgery (Draucker & Spradlin, 2001), and palliative oncology settings
(Wygant et al., 2011), as well as in prisons (Harner & Burgess, 2011). The previously
identified themes for providing trauma-informed care are supported across these
settings, but unique challenges to implementing trauma-informed care exist, such as the
short provider-patient relationships inherent to endoscopy clinics and the authoritarian
environment of prisons.

The body of empirical literature on trauma-informed care in diverse settings is
growing. Interview and focus group studies have been conducted with CSA survivors in
emergency medicine (van Loon et al., 2004), oncology (Gallo-Silver & Weiner, 2006), and
dentistry (Stalker et al., 2005). van Loon et al. (2004) found that female CSA survivors
seeking care in the ED desired providers who understand the symptoms and impact of
trauma, respond sensitively to disclosure, and allow women to control care interactions.
Privacy and time are unique challenges to the ED environment, and many participants
felt there was neither enough time nor privacy to discuss their history of abuse with ED
providers (van Loon et al., 2004). Gallo-Silver and Weiner (2006) found that male and
female CSA survivors often experienced the surfacing of previously unrecognized CSA

memories and subsequent trauma symptoms as the result of cancer diagnosis and
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treatment. Experiencing a provider-patient relationship that fostered a sense of safety
and connection, learning self-management techniques for trauma symptoms, and
containing, rather than exploring, trauma symptoms benefited these patients and
supported them in completing cancer treatment (Gallo-Silver & Weiner, 2006). Stalker et
al. (2005) found that male and female CSA survivors could have more positive
experiences if dentists understood trauma symptoms and reacted sensitively to patient
disclosures and to cancellations of appointments. Participants suggested specific
changes to dental practice, such as discussing and obtaining consent before procedures,
allowing for more upright body positioning, using non-latex gloves, and providing same
day appointments for follow-up procedures when possible (Stalker et al., 2005). The
suggestions of CSA survivors for improving emergency, oncology, and dental care
address the unique characteristics and challenges of these environments, but are
consistent with findings from primary and women’s healthcare research. These studies
support the themes identified in this synthesis, and the assertion that trauma-informed
care is both possible and beneficial for survivors, though it is often met by challenges in

more diverse physical healthcare settings.
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3.3 Discussion

This synthesis of the literature on trauma-informed care has identified the
following themes across a wide range of healthcare disciplines: trauma screening and
patient disclosure, provider-patient relationships, minimizing distress and maximizing
autonomy, multidisciplinary collaboration and referrals, and trauma-informed care in
diverse settings. Publications were largely theoretical, rather than empirical, when they
considered more diverse setting such as prisons, physical therapy, gastroenterology, or
oncology. The findings of this synthesis indicate that a strong theoretical basis exists
from which to conduct empirical research on the care experiences of trauma survivors or
trauma-informed interventions. This synthesis is limited by search terms, the inclusion
of only English-language articles, a strict focus on physical and sexual trauma, and
articles that discussed practice implications. The exclusion of theoretical articles when
empirical articles were available and a deficiency of current empirical articles are also
limitations of the synthesis. Additionally, the limitations of the included publications,
such as homogeneous samples and a lack of intervention and translation research,

necessitate caution in applying and generalizing the findings of this synthesis.
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3.3.1 State of Current Literature
3.3.1.1 Sample Characteristics

Empirical studies illustrate the transition of scholarship on trauma-informed care
from the theoretical to the practical realm. However, the empirical studies included in
this synthesis share several limitations that are important when interpreting their
findings and generating new research questions. The generalizability of current studies
is limited by selection bias. Only trauma survivors who recall their trauma history and
are comfortable disclosing and discussing it are included in these studies; the
experiences of survivors who have repressed traumatic experiences or are not able to
discuss them are unknown. Unfortunately, it is not within the scope of researchers to
empower these survivors to speak about their experiences. A cultural shift toward
acceptance, rather than stigmatization, of trauma survivors is necessary to gain a more
full understanding of the experiences and needs of this vulnerable population.

Study participants were diverse in some demographic attributes, but
homogeneous in other characteristics. Participant diversity in race and ethnicity, age,
and sexual orientation was reported by a number of studies, which are summarized in
Table 8. In contrast to reported diversity in race and ethnicity, age, and sexual
orientation, only 2 of 17 empirical studies included male trauma-survivors (Gallo-Silver

& Weiner, 2006; Stalker et al., 2005), and only one study focused on male survivors
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(Teram et al., 2006). Teram et al.’s study found that the experiences and needs of male
CSA survivors were unique from those of female survivors. Excluding male survivors
from research precludes a deeper understanding of the healthcare needs of all trauma
survivors. Additionally, 12 of 17 empirical studies focused on survivors of CSA, while
only two studies focused on survivors of intimate partner violence (Battaglia et al., 2003)
or sexual abuse at any age (Cadman et al., 2012). Three studies were conducted on the
experiences of healthcare providers working with trauma survivors, and these studies
included participants from a diversity of health disciplines, such as midwives, advanced
practice nurses, child psychologists, and primary care physicians (McGregor, Gautam,
Glover, & Julich, 2013; Ross et al., 2010; Seng & Hassinger, 1998). An understanding of
the experiences and needs of survivors of different types of trauma, as well as those of
healthcare providers, is missing from current literature on trauma-informed physical

healthcare.
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Table 8: Diversity of Participants Reported in Literature

Authors, (Year), Title, and Country Race / Ethnicity Age Sexual
Orientation
Battaglia, T.A., Finley, E., & Liebschutz, ].M., (2003), 33% African 18 to 56
Survivors of inimate partner violence speak out: trust in American, 33%
the patient-provider relationship, United States of Hispanic, 19% White,
America (USA) and 15% Multi-ethnic
or “Other”
Cadman, L., Waller, J., Ashdown-Barr, L., & 20 to 59
Szarewski, A., (2012) Barriers to cervical screening in
women who have experienced sexual abuse: an
exploratory study, United Kingdom
Coles, J. & Jones, K., (2009) “Universal Precautions”: 18 to 50
Perinatal touch and examination after childhood sexual
abuse, Australia
McGregor, K., Julich, S., Glover, M., & Gautam, J., 70.5% New Zealand- 22 to 65
(2010), Health professionals’ responses to disclosure of Europeans, 13.1%
child sexual abuse history: female child sexual abuse Maori, 4.9% Pacific

survivors’ experiences, New Zealand

Muzik, M., Ads, M., Bonham, C., Rosenblum, K.L.,
Broderick, A., & Kirk, R., (2013) Perspectives on
trauma-informed care from mothers with a history of
childhood maltreatment: A qualitative study, USA

Roberts, S.J., Reardon, K.M., & Rosenfield, S., (1999),
Childhood sexual abuse: surveying its impact on primary

care, USA

Smith M.S. & Smith M.T., (1999), A stimulus control

intervention in the gynecological exam with sexual abuse

survivors, USA

Stalker, C.A., Russel, B.D.C., Teram, E., & Schachter,

C.L., (2005), Providing dental care to survivors of
childhood sexual abuse: treatment considerations of the
practitioner, Canada

Islander, and 8.2%
“Other,” 3.3% did not
provide ethnicity

61.5% White, 21.2%
African American, and
13.5% Arab-American,
Native American, or
Asian, 3.8% missing

88.3% White and
11.7% Aboriginal or
Native Canadian

26to44  66.7% hetero-,
33.3%
homosexual

18 to 65

24 to 62
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3.3.1.2 Design and Measurement

All but one of the empirical studies in this synthesis were retrospective and
cross-sectional in nature, another design limitation. Time elapsed between healthcare
interactions and data collection could decrease participants” abilities to accurately and
comprehensively recall their experiences. Seven studies utilized focus group or one-to-
one interview methods, which are appropriate for initial explorations where trauma-
informed care was a novel concept or was being studied in a novel population or setting
(Battaglia et al., 2003; McGregor et al., 2013; Muzik et al., 2013; Stalker et al., 2005; Teram
et al., 2006; van Loon et al., 2004). Only one of the quantitative studies (Smith & Smith,
1999) used instruments with previously established reliability and validity confirmation.
However, a strength of the current quantitative research was that all but one (Cadman et
al., 2012) of the surveys and questionnaires developed by researchers had been pilot
tested (Leeners et al., 2007; Roberts et al., 1999; Robohm & Buttenheim, 1996) or
developed by a panel of trauma-informed care, medicine, and instrument development
experts and then pilot tested (McGregor, Glover et al., 2010; McGregor, Julich et al.,
2010). Further instrument development or the application of validated instruments to

trauma-informed care studies could strengthen future research.
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3.3.1.3 Lack of Intervention Research

The most surprising finding of this synthesis was that only one intervention
study on trauma-informed physical care had been conducted. Smith and Smith (1999)
recruited a convenience sample of women (N =69, 22 CSA survivors) to conduct a
randomized control trial testing the efficacy of a different gynecological exam gown for
reducing anxiety and improving care experiences. This study used three established
instruments or combinations of established instrument subsets, and reported high
reliability and validity data for each. Smith and Smith (1999) found that CSA survivors
who wore the modified gown reported more positive emotional and physical
gynecological exam experiences. This study is exciting as an example of trauma-
informed intervention research and of a simple practice modification to improve the care
experiences of trauma-survivors and needs to be replicated with other populations of
survivors (e.g., adult sexual assault survivors or intimate partner violence survivors).
However, this study is limited by its small, homogeneous sample, generic intervention,
and top-down, rather than collaborative, approach to design. The patient- centered and
individualized approach of trauma-informed care should shape the design of
interventions used in future research and translate into practice. In light of the above-

mentioned concerns regarding sample characteristics, design, and a lack of tested
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interventions, as well as the individual nature of trauma, providers should use caution
when integrating trauma-informed practices into their patient care. However, the
principles of building trusting relationships, minimizing distress, and maximizing
patient autonomy as applied on an individual basis, dependent on each patient’s
characteristics and preferences, may be helpful for providers working to put trauma-

informed care into action.

3.3.2 Implications for Research

One of the most striking findings of this synthesis—the presence of only one
intervention study on trauma-informed care—illustrates the need for more studies to
assess the efficacy of trauma-informed interventions and to changes to practice. Future
research could examine trauma survivors’ responses to other interventions, such as
using non-latex gloves, changing body positioning, or allowing survivors to perform
part of an intrusive examination, such as speculum insertion. Research also can build
upon McGregor and colleagues’ frameworks for trauma-informed practice change
(McGregor, Glover, et al., 2010) and provider education (McGregor et al., 2013) to create
a standardized, evidence-based trauma-informed training program, explore providers’
perceptions of training and beliefs about its impact on practice, and assess the impact of

this training on survivors’ experiences and perceptions of healthcare. Research on
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survivors’ responses to trauma-informed interventions could measure physiological
stress before and after care interactions; measure self-reported stress, satisfaction, or
empowerment; or use longitudinal data to assess the impact of trauma-informed
practice on service utilization.

Future research on trauma-informed care should include more diverse
participants, including males and survivors of different types of traumatic experiences.
Interpersonal traumas such as intimate partner violence, adult sexual assault, and adult
or child physical abuse have very limited representation in current literature. Because
trauma-informed care is patient-centered care, it is important to understand how trauma
occurs within the context of culture, and how culture affects the ways in which meaning
is attributed to trauma. Culture affects trauma symptoms, healthcare experiences and,
subsequently, the provision of trauma-informed care. Future research also should
explore relationships between other demographic factors, such as race, socioeconomic
status, and education level and the healthcare experiences of trauma survivors.
Considering these demographic factors and the health disparities sometimes associated
with them is important for researching trauma-informed care and understanding how
trauma intersects with other social determinants of health. Furthermore, understanding

how trauma contributes to disparities in health (Felitti et al., 1998) and how healthcare
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experiences that are distressing or re-traumatizing may compound these disparities by
acting as barriers to accessing future care could inform policy and support the

implementation of universal trauma-informed care.

3.3.3 Implications for Practice and Policy

The empirical and theoretical publications included in this synthesis provide
support for the creation of provider training programs on trauma-informed practice and
the implementation of trauma-informed care in a variety of healthcare settings.
McGregor et al. (2013) asserted that trauma-informed practice exists on a continuum
between lack of provider awareness and care interactions in which survivors of trauma
feel comfortable and safe. The goal of trauma-informed provider training is to facilitate
the movement of providers along this continuum. Training programs should give
providers information on the incidence and impact of traumatic life events, trauma
symptoms, and the identified themes of this synthesis: performing trauma screening,
building provider-patient relationships, minimizing distress and maximizing autonomy,
and utilizing multi- disciplinary collaboration and referrals. Training programs for
survivors on trauma, trauma-informed care, and self-advocacy techniques could
approach trauma-informed interactions from survivors’ perspectives and empower

them in healthcare interactions.
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The findings of this synthesis also support implementing trauma-informed care
in more diverse healthcare settings. Definitions of trauma-informed care varied
semantically between disciplines—for instance, described by Stalker and colleagues
(2005) with regard to dentistry as “making . . . treatment less problematic,” (p. 1277) and
by Muzik and colleagues (2013) as “services that consider the unique vulnerabilities of
trauma survivors which may be aggravated by traditional approaches” (p. 2). However,
the fundamental understanding that trauma-informed care utilizes knowledge of
trauma to meet survivors” healthcare needs in the most therapeutic and beneficial way
possible was apparent across disciplines and settings. Empirical publications in
women’s healthcare, oncology, dentistry, and emergency medicine, and theoretical
publications in a variety of settings, provide a strong foundation from which to diversify
applications of trauma-informed care. For instance, trauma-informed implications for
using latex-free gloves and adjusting body positioning in dentistry (Stalker et al., 2005)
also are applicable in other physical healthcare fields, such as gynecology. Additionally,
practice implications for trauma-informed physical care can be loosely drawn from other
disciplines, such as inpatient psychiatric care—for instance, applying the principle of
reducing or eliminating patient restraint in inpatient psychiatric care (Barton et al., 2009;

Chandler, 2012) to other contexts in which patients are restrained or confined, such as in
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Magnetic Resonance Imaging (MRI) procedures or radiography. Two examples of
empirical research (McGregor et al., 2013; Smith & Smith, 1999) included in this
synthesis concluded that trauma-informed practice should be implemented universally.
Their findings were closely aligned with Harris and Fallot’s (2001b) assertion that
universal trauma-informed care would result in all patients feeling more respected, in
control, and comfortable during healthcare interactions, regardless of trauma history
(Harris & Fallot, 2001Db).

Providers” own trauma histories, as well as secondary traumatization are
significant potential barriers to providing trauma-informed care. Seng and Peterson
(1995) note that the incidence of CSA among healthcare professionals mirrors, or may
even be higher than, that of the general population. As one nurse in Ross and colleagues’
2010 study stated, “’I think it [discussing sexual violence] may bring up some bad
feelings for them [nurses who have experienced violence or abuse]”” (Ross et al., 2010, p.
364). Furthermore, healthcare providers can experience distress and traumatization
resulting from the demands of healthcare work, as well as secondary traumatization
related to working with survivors of trauma, or a combination of these trauma types
(Mealer & Jones, 2013); these intense stresses may lead to difficulty, avoidance, or an

inability to provide care that acknowledges trauma. However, frameworks for how
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providers can work through their own trauma histories and experiences of professional
trauma have been explored. Mealer and Jones (2013) utilize Conti-O’Hare’s middle
range theory, The Nurse as Wounded Healer, to describe how nurses can heal trauma by
“transforming and transcending the experience, allowing for the ability to
therapeutically help others” (Mealer & Jones, 2013, p. 281). Similarly, Meadors and
colleagues (2010) propose an educational module aimed at helping providers explore
their professional experiences; recognize symptoms of compassion fatigue, primary
traumatization, and secondary traumatization; understand their own grief experiences;
and engage personal and professional strategies to heal compassion fatigue and
secondary traumatization (Meadors, Lamson, & Sira, 2010). Unfortunately, personal and
professional traumas may continue to act as barriers to providing universal trauma-
informed care until further research on providers” experiences and resources for dealing
with these issues are made widely available to healthcare providers.

Additionally, the implementation of universal trauma-informed care might not
be feasible or might be severely limited within the current biomedical model and U.S.
delivery system. Trauma-informed care can utilize more provider time, facility space,
and care supplies; healthcare facilities striving to use the least amount of resources

possible to care for each patient might not be willing or able to implement these
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practices. Even after the implementation of the Patient Protection and Affordable Care
Act in 2010, a shortage of healthcare providers coupled with differential insurance
access and coverage (Geyman, 2015) limit the amount of provider time and resources
available to each patient, as well as patients’ abilities to seek out providers who meet
their needs and with whom they feel most comfortable. Challenges to providing trauma-
informed care are also specific to each setting. For instance, crowded EDs may not have
adequate privacy for disclosure and appropriate care or be able to adequately decrease
distressing stimuli (van Loon et al., 2004), and the prison healthcare setting can present
significant and synergistic challenges to trauma-informed practice, resulting from the
inherently authoritarian environment, disproportionate population of trauma survivors,
and increased potential for further traumatization within prisons (Harner & Burgess,
2011). Providers across disciplines and settings may be unable to spend the time
necessary to implement trauma-informed practices within the confines of the seven to
ten minute visits that have become standard within the U.S. delivery system (Havig,
2008). Furthermore, the focus of the biomedical model on patients” disease and
symptomology, rather than patients as holistic beings, does not facilitate the integration

of trauma knowledge and physical healthcare.
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Both national healthcare policy change and a paradigm shift within the
healthcare community may be necessary for the broad implementation of trauma-
informed care. Healthcare providers should advocate for policies that recognize the
unique needs of trauma survivors and devote additional resources to caring for these
patients. As the primary providers of direct patient care across diverse scopes and
practice settings (American Association of College Nurses, 2011), nurses are in an
excellent position to directly implement the trauma-informed care practices mentioned
in this synthesis, as well as to advocate for organizational policies that support trauma-
informed care. Additionally, as the largest group of healthcare workers (American
Association of College Nurses, 2011), nurses can act as leaders in the larger healthcare
context to shift from a narrow to holistic view of patients that integrates survivors’
histories, current health status, and unique psychosocial characteristics, needs, and
coping mechanisms. However, such broad policy changes and cultural shifts may take
years or decades—time that could be used to meaningfully improve the healthcare
experiences of trauma survivors. A promising practice model possible in the meantime
could be having one trauma-informed trained specialist at a healthcare facility. This

model could meet the needs of trauma survivors while minimizing the use of resources
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to implement agency-wide change, and may be a realistic way to integrate trauma-

informed services into the current U.S. delivery system.

3.4 Conclusion

Trauma-informed care aims to meet the healthcare needs of trauma survivors
(Rosenberg, 2011), and though it has been studied in a variety of healthcare contexts,
research on trauma-informed physical healthcare is limited. This synthesis identified
five themes of trauma-informed care across the healthcare spectrum: trauma screening
and disclosure, provider-patient relationships, minimizing distress and maximizing
autonomy, multidisciplinary collaboration and referrals, and trauma-informed care in
diverse settings. These themes can be used as a framework for creating provider or
survivor training programs and for implementing trauma-informed care. The findings of
this synthesis support further empirical research on patient and provider suggestions
for, and experiences of, trauma-informed care across healthcare settings. This research
should include more diverse participants based on gender and trauma type and explore
relationships between culture and healthcare needs and experiences. Research on
provider perceptions of trauma-informed care and the efficacy of trauma-informed
interventions can establish the most feasible and effective ways to implement changes to

practice. Universal application of trauma-informed care can ensure that the unique
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needs of trauma survivors as patients are met, and mitigate barriers to care and health

disparities experienced by this vulnerable population.
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4. Describing the Healthcare Experiences and Strategies
of Women Survivors of Violence

4.1 Introduction

Sexual and intimate partner violence are traumatic life events experienced by
20% and 30% of U.S. women, respectively, although prevalence is likely underestimated
because the stigma associated with these types of violence leads to underreporting
(Kennedy & Prock, 2016). The World Health Organization has estimated that 35% of
women globally have experienced intimate partner physical and sexual violence and/or
sexual violence committed by a non-partner (World Health Organization, 2016). Women
are disproportionately affected by sexual violence and intimate partner violence (IPV)
and further can experience gender-specific and severe consequences to their
psychological and physical health (Kendall-Tackett, 2010; Olff, 2017). Survivors of these
types of trauma are more likely experience arthritis, chronic pain, digestive problems,
cancer, depression and addiction (Handley et al., 2015; Lopez-Martinez et al., 2016).
Further, survivors of multiple types (e.g., childhood abuse and IPV) and more severe
abuse experience cumulatively increased risk for health problems (Davies et al., 2015).
Survivors’ increased health risks are further complicated when inadvertently re-
traumatizing or distressing healthcare experiences act as barriers to accessing needed

care (Cadman et al., 2012).
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4.2 Background

Seeking out and receiving healthcare can be associated with physical and
psychological intrusions that are linked with prior traumatic life events for women
survivors of violence. These women may be inadvertently re-traumatized or distressed
by elements of routine care such as physical touch, supine body positioning and the
power imbalance between provider and patient (Coles & Jones, 2009; Schnur, Dillon,
Goldsmith, & Montgomery, 2017; J. S. Seng & Hassinger, 1998; Williams & Williams,
2013). As a result of the prevalence of violence in the lives of women, most healthcare
providers are likely to encounter survivors in their practice but may be unaware due to
failure to screen or lack of disclosure. Further, providers may be unable to identify or
predict which aspects of care might contribute to trauma symptom responses such as
flashbacks, anxiety and/or panic (Harris & Fallot, 2001b). Trauma Theory proposes that
survivors are constantly working to cope with trauma and to make sense of traumatic
events (Harris & Fallot, 2001b). Trauma Theory also clarifies how sensations that recall
traumatic events can trigger distress in survivors (Brewin et al., 1996; van der Kolk,
1994), thereby elucidating connections between trauma and healthcare. Women are
more likely to experience assaultive traumatic life events (e.g., rape, childhood sexual

abuse, physical IPV; Olff, 2017), and the dual psychological and physical nature of such
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violence places survivors at particularly high risk for experiencing trauma symptoms
during healthcare procedures and examinations. For instance, survivors of sexual
violence reported experiencing dissociation, overwhelming emotions and/or intrusive
thoughts or memories during physical examinations (Coles & Jones, 2009; Williams &
Williams, 2013). Fortunately, implications for trauma-informed and sensitive practice
are well established in existing literature (Reeves, 2015). However, challenged
communication within healthcare teams (Isobel, 2015), restrictions on providers’ time
and resources (Hall et al., 2016) and the unique, individual nature of traumatic
experiences and trauma symptoms (Harris & Fallot, 2001b) pose barriers to
implementing trauma-informed practices.

Developing understanding on survivors” actual healthcare experiences and
needs, and their engagement in healthcare, could support more efficient and
collaborative implementation of trauma-informed practices. Some examples of
qualitative research on trauma-informed care that emphasize survivor voices are
available (Muzik, Ads, Bonham, Rosenblum, et al., 2013; O’Doherty, Taft, McNair, &
Hegarty, 2016). However, more often examples of research are based in providers’
beliefs (e.g. Kassam-Adams et al., 2015; J. S. Seng & Hassinger, 1998; Skinner, 2010)

rather than survivors” actual experiences. Patient engagement is defined as the patient’s
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understanding of their role in healthcare, their ability and willingness to independently
manage their health and care and their resulting health and healthcare behaviors
(Hibbard & Greene, 2013, p. 207). Patient engagement can be enhanced or hindered by
provider mannerisms and behaviors and by the provider—patient relationship (Barello,
Graffigna, & Vegni, 2012). Research demonstrates associations between patient
engagement and more positive health behaviors and outcomes, health-related quality of
life and healthcare experiences (Greene & Hibbard, 2012; Hibbard & Greene, 2013; Sacks
et al., 2014). Although survivors are at an increased risk for many health problems and
distressing healthcare experiences, to date, evidence about survivors” actual healthcare
experiences is limited, and information about patient engagement strategies among
survivors has not been published. Therefore, the purpose of this qualitative descriptive
study was to develop knowledge on survivors’ healthcare experiences and strategies for
navigating difficult healthcare experiences, healthcare interactions and the healthcare

system.

4.3 Methods
4.3.1 Setting and Sample

Women who participated in this study were recruited from a southeastern U.S.

city and its surrounding area. Women who were eligible for the study were over 21

98



years of age, spoke English and reported that they had experienced or witnessed
physical, sexual or emotional violence, but were not currently experiencing violence.
Recruitment materials specified that survivors” healthcare experiences were the focus of
the study. Four recruitment sites were selected: a local violence crisis response center,
department of public health and two university-affiliated chronic illness support groups.
Advertisements posted on Craigslist were also used to recruit interested women and
were more successful than site-based recruitment. One participant who completed the
study was referred through the chronic illness support group, and two interested
women left their contact information at the department of public health, but were lost to
follow-up before enrolment. Three women were recruited within 48 hours of posting the

Craigslist advertisement, and 13 of 14 participants were recruited through Craigslist.

4.3.2 Design and Data Collection

Ethical approval for this study was obtained from the university institutional
review board and from all recruitment sites. All participants provided written informed
consent and completed a demographic questionnaire that included questions about
exposure to abuse and violence. Participants then completed one 30 to 70 minute
interview (mean = 41 min, SD = 13.6 min), either in a private conference room on campus

(n =13) or at their home (1 = 1). Participants were provided with printed information on
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local community service providers and small monetary compensation to acknowledge
their time and contributions to the study. A semi-structured interview for- mat was used
to elicit participant narratives on trauma exposure, difficult healthcare experiences and
their strategies for navigating healthcare, with follow-up and probing questions tailored
to participants’ responses. All interviews were digitally recorded. The first author

conducted recruitment, interviews, transcription and data analysis.

4.3.3. Data Analysis

Each interview was transcribed, and proofread transcripts were uploaded to
Atlas.ti software for analysis. In alignment with qualitative description, as described by
Sandelowski (2000, 2010), content analysis was used to identify categories and themes in
the data, with the goal of generating “a comprehensive summary of events in [their]
everyday terms” (2000, p. 336). First, each transcript was read in its entirety and a
summary memo was written to document first impressions and key points, including
the researcher’s personal response. Next, each transcript was read again and descriptive
codes were assigned to segments of text. Codes were created during analysis
(Sandelowski, 2000), with the goal that each code succinctly yet closely fit the selected
quotation. After completing coding for all transcripts, the Network function in Atlas.ti

was used to visually cluster the codes into like categories, which were in turn used to
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identify themes. Quotations connected to each code were frequently referenced during
this process. Five overarching themes were identified (Table 9): (i) participants
experienced a variety of violence and other traumas; (ii) immediate difficult healthcare
experiences complicated trauma; (iii) healthcare experiences later in life can recall
trauma; (iv) providers can exacerbate or mitigate difficult healthcare experiences; and (v)
survivors engage many strategies to improve their healthcare. Themes mentioned by
participants were documented chronologically across interviews to assess data
saturation. The ninth participant was the last to introduce a new theme and five
additional participants were interviewed to validate established themes. Figure 3

illustrates the relationships between themes.
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Table 9: Themes, Codes, and Exemplar Quotations

Theme

Exemplar Code(s)

Exemplar Quotation(s)

Participants Experienced

a Variety of Violence and

other Traumas

Immediate Difficult
Healthcare Experiences
Complicated Trauma

Healthcare Experiences
Later in Life can Recall
Trauma

Providers can Exacerbate

or Mitigate Difficult
Healthcare Experiences

Intimate partner violence

Family violence

Other trauma

Immediate care

Trigger

Healthcare system

Did not communicate

Understanding/
Helpful

“He [would] slap me, or he’d punch me. I got my jaw broken 4 times...I had black eyes, I had a
concussion...I met somebody else, and it recycled —it happened all over again.”

“It all kind of blended together after a while. I don’t know if it was once very 6 months, he
would beat my mother, or once a week. We lived in this perpetual state of fear and terror”

“I was in a tremendously bad car accident a few years ago and I was taken to the hospital. My
two best friends were with me in the car...[I] heard my friend being pulled out of a car
screaming, and I just—I was in total shock.”

“I understood on one hand that the doctor was there to do her job... [but] I think had she had a
better bedside manner, that experience wouldn’t have been as traumatic...She just wasn’t very
kind.”

“If they [provider] say [forcefully] ‘Sit down’... I'm not comfortable with anybody giving me
orders ‘cause that would make me think of him [abuser]. Like, you go to the doctor, you think
you're getting away from that stuff, and you don’t think you're gonna have a flashback at a
doctors office.”

“You can’t put it on the physician because they’ve got 30 more patients waiting on them that
day...it's not anything the practitioners themselves do so much as it’s just the setting. Its just
the situation...How do you talk about abuse?”

[During treatment for cancer] “I had trouble with my nurse [because] every time I turned
around they were changing something...and I'm not good with being jerked around.”

“[The provider] took his time. So, what normally would [be] a 20 minute exam ended up
taking over an hour. But, they didn’t complain, and were kind and caring.”




€01

Survivors Engage Many
Strategies to Improve
their Healthcare
Experiences

Disclosing trauma history

Self-soothing

Self-Advocacy

“I feel like it’s something that I need to disclose...But you can’t just be like...”Oh yeah—I was
sexually abused for the first 10 years of my life.”...What kind of reaction are you gonna get from
that?”

“You start with your breathing, and then you start noticing everything in your body. If you have
pain, or you're stressing...And then you talk to those parts and try to relax them...All these
things center you and get you in the moment, instead of in the past or the future.”

“I get really tough [with providers]. And I don’t back down...And I will self-advocate really,
really strongly...some people will say “She’s just such a bitch!"...but it’s like, I need to look out for
me because nobody else is going to!”




M#S%&' ()& #
4.4.1 Sample Characteristics

Women who completed the study ranged in age from 22-63 years, with a mean
age of 40.79 (SD = 13.80). Ten participants identified as white, while four identified as
African American and none identified as Hispanic or Latina. Eleven participants
reported that they were in “good health” and the remaining three participants reported
that they were in “very good health.” However, eight participants reported that they
had been diagnosed with a chronic illness. Four participants reported seeing a
healthcare provider once per year, three saw a healthcare provider two to four times per
year, five saw a healthcare provider five to ten times per year, and two saw a healthcare
provider once per month or more. Participants reported seeing primary health
physicians, nurse practitioners, gynecologists, oncologists and therapists/psychiatrists,
among other providers. Six participants reported visiting a dentist once a year, while
seven reported receiving dental care twice a year or more. Finally, 12 participants
reported that they had health insurance coverage, but nine reported that they had
avoided seeking healthcare because they did not have insurance coverage or could not
afford care. Therefore, most participants were able to discuss multiple healthcare

experiences during their interviews.
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4.4.2 Participants Experienced a Variety of Violence and Other
Traumas

Participants in this study disclosed a variety of traumatic life events, the most
common being events of interpersonal violence; 12 participants reported experiences of
physical violence and all participants reported experiences of emotional abuse. More
often than not, participants experienced multiple types of IPV and often also described
escalating trajectories of violence. Four participants disclosed that they experienced
abuse from multiple intimate partners over the course of their lives. Nine participants
also described witnessing family violence during their childhoods, most often IPV
between their parents and/or being abused as a child themselves.

Eleven participants disclosed experiences of sexual assault or abuse, during
either child or adulthood. Events of sexual violence highly varied, including sexual
assault by acquaintances or male friends (“date rape”) and long-term childhood sexual
abuse (CSA) by single or multiple abusers. Two participants disclosed being sexually
assaulted or abused by healthcare providers. One participant was abused by a primary
healthcare provider as a child, and another was assaulted by a mental health specialist
who threatened to have her institutionalized if she did not enter into a sexual
relationship with him. Nine participants had experienced violence during both child-

hood and adulthood. During their descriptions of these experiences, participants often
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also described feelings of isolation. They described how no one else knew or asked
about violence, that they could not talk with anyone or that their experiences were
ignored or dismissed by those they had believed would protect them. These feelings of
isolation and being ignored or disbelieved were recounted in participants” descriptions
of difficult healthcare experiences.

In addition to interpersonal violence, eight participants also described other
types of traumatic life events, such as serious car accidents, the death of a child or
parent, abortion or miscarriage and serious illness. Participants sometimes drew
connections between multiple traumas; for instance, one participant described emotional
similarities between her experiences with IPV and with serious car accidents: “I was able
to connect the trauma with [abusive partner] to the trauma of bad car accidents where
you just [knew] you were dead... they all look alike when they are happening.”
Regardless of whether they viewed them as connected, participants experienced
multiple traumatic life events more often than not. Only three of 14 participants reported
only a singular incident. One participant discussed how her experience in an abusive
marriage was linked with the traumatic experience of losing her young son to childhood

cancer. Both traumatic events affected her long-term well-being and her later healthcare
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experiences. Experiencing a multiplicity of trauma further complicated participants’

recovery processes as well as the effects of trauma on their later healthcare experiences.

4.4.3 Immediate difficult healthcare experiences complicated trauma

Participants” descriptions of violence and abuse provided a foundation for
interpreting their descriptions of difficult healthcare experiences. Four participants
described a difficult healthcare experience that occurred immediately after a traumatic
event—for instance, a forensic examination or emergency care after a car accident. This
close temporal relationship blurred the lines between traumatic events and these
difficult healthcare experiences and complicated participants’ memories of the traumatic
event. For example, one participant described how being mistreated by a provider
during her immediate emergency care compounded the traumatic experience of a severe
car accident. During screening for an X-ray, she told a nurse that there was a chance she
might be pregnant, and the nurse “got in [her] face and [yelled] ‘I'm trying to save you!
And you’re making me wait for a pregnancy test!”” She said that the hospital staff would
not allow her to wait for her family to pick her up, but instead discharged her to a taxi
cab, wearing nothing but a hospital gown and still feeling the effects of large doses of

pain medications.
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Another participant described being taken to the emergency department (ED) by
her abuser after he punched her: “Him standing there just made me so nervous. . .He
brought me [there], and [he was] gonna have to take me home. If I [said] the wrong
thing, then I'm gonna get [hurt] or it's gonna be worse when I get home.” She felt fearful
throughout the healthcare encounter and that she could not honestly disclose her needs
and the source of her injuries to the providers. Therefore, the traumatic experience of
physical IPV was deepened and complicated by the continued threat of violence posed
by her abuser’s presence and by feelings of isolation and helplessness because she could

not discuss the abuse with providers.

4.4.4 Healthcare Experiences Later in Life Can Recall Trauma

Participants described a variety of ways in which healthcare experiences months
or years after trauma were difficult because they recalled, or “triggered,” traumatic
memories. Participants readily connected sensory triggers in healthcare with their
experiences of abuse and violence. For example, a survivor of IPV in her late 50’s said it
was very difficult for her to be touched by a provider around her face or neck after being
choked by an abusive partner. Another participant related that after being sexually
assaulted as a young adult, gynecologic examinations were very upsetting: “I always

hate [exams] because I don’t want anybody touching me —it hurts all the time! Whether
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it’s real or imagined...All I know is it really hurts and it’s uncomfortable, and then my
breathing starts getting really shallow and quick.” The sensations experienced during
these physical examinations and care interactions recalled bodily sensations of violence
and abuse.

Connections between traumatic memories and emotional triggers in healthcare
seemed more complex, but were still recognized and reported by participants. For
instance, one participant described how her provider’s hand gestures recalled prior
abuse: “Even just raising his hand, something all the sudden just took over me that
wasn’t comfortable... [abusive partner] would raise his hand to hit me, so... [those
gestures] just always make me have flashbacks.” Another participant in her early 60s
described how discussing a medication with her provider brought back painful
memories: “[that was] one of the last drugs they used to treat my [son’s childhood
cancer] ...it brought all of this stuff [memories] back...so, all the sudden I had this
crescendo of stuff happening.” These participants recognized their providers” behaviors
as benign, but were still distressed by those elements of conversation, examination or

procedures that were reminiscent of previous traumatic experiences.
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4.4.5 Providers Can Exacerbate or Mitigate Difficult Healthcare
Experiences

4.4.5.1 Distressing Provider Behaviors
In contrast, some provider behaviors that triggered traumatic memories were
viewed by participants as poor bedside manner or as outright mistreatment. For
example, a CSA survivor described feeling panicked during an ED visit for a respiratory
infection:
[The provider] didn’t say anything about who he is, or anything, and the next
thing I know... he’s trying to listen to my heart...for me, it was a trigger that this
man is coming in here, and he’s gonna rape me...and the nurse came running
in...and I'm like “I don’t know who this man is, and he’s coming in here pulling
my gown down”...It took a long time to calm back down...I sat there and cried.
This ED provider—a stranger to the participant—assumed that she consented to
the examination and failed to communicate his role or what the examination would
entail. This narrative included examples of sensory (physical examination) and
emotional (being approached by a strange man) triggers to traumatic memories. It also
illustrated how inappropriate provider behaviors could inadvertently recall a traumatic
experience and lead to intense distress for the survivor. In these situations, participants

were both distressed by triggered traumatic memories and also robbed of the

opportunity to mentally prepare for a difficult healthcare experience.

110



For some participants, being disbelieved, ignored and/or isolated played a
significant role in their experiences of violence; providers who minimized or disputed
survivors’ traumatic experiences recalled those emotions. For example, a participant in
her late 20s disclosed to her psychiatrist that she had been sexually assaulted by a group
of male acquaintances and was told that she should “make better friends.” She described
feeling angry and belittled and that she could no longer trust or feel helped by mental
healthcare providers. Experiences of being disbelieved or ignored were also echoed
when providers dismissed health concerns, particularly health concerns that participants
related to abuse:

That’s one of the most distressing things about going to see doctors ... you know

that something’s not right but... they tell you you're fine...You just want to take

them by their shoulders and be like “No, I promise you that I'm not!”

Participants also reported frustration when providers” unwillingness or inability
to connect past trauma with current health complaints was coupled with pressure to
accept unwanted treatment. For example, a university student who had experienced IPV
stated that when she described symptoms she related to the stress of long- term abuse,
“most [providers] just thought that something else was wrong.” She was prescribed an

antianxiolytic, but felt that “anxiety was not [her] only problem... [the provider

assumed] that the issues were something different [from trauma], something more
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socially acceptable.” A survivor of family and sexual violence in her early 50s described
navigating treatment for cancer:
[My oncologist] told me I was crazy, that I wasn’t in reality. He wanted me to
have a double mastectomy... [but] I had just gone through all the removal of all
my female organs and...I was so underweight...I didn’t think I was gonna make
it through much more treatment at that point. And he said “You're not in reality,
I need to save you from yourself.”
These providers minimized participant’s health concerns and desires, and also

replicated the dynamic of dismissal and silencing that participants had experienced

when seeking help or talking to others about the abuse and violence they experienced.

4.4.5.2 Provider-Patient Power Dynamics

Imbalanced provider—patient power dynamics played a significant role in
participants” descriptions of difficult healthcare experiences. Power dynamics
manifested in a variety of ways, but always seemed to strain participants’ trust and
relationships with providers. In one participant’s example, being disrobed was a
tangible expression of imbalanced power:

[My provider] would never talk to me when I had my clothes on; he mostly

talked to me when he had his hand up my rear end doing an exam...that was

embarrassing. I felt at a disadvantage because I was sitting on the table with a

sheet on and he was standing over me.

A survivor of CSA and family violence underscored the importance of feeling

respected and having autonomy in healthcare encounters: “I don’t do well with
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paternalistic doctors who just wanna tell you what to do and you're supposed to just say
“Yes ma’am, yes sit” and do it...even if the choices aren’t that good, I still want a choice.”
Imbalances of power also contributed to participants feeling unable to trust providers, as
described by a survivor of IPV who had also lost a young child to illness: “I just don’t
trust the medical field anymore...It's [as if providers say] ‘this is what we’re offering
you. If you don’t take it and do it exactly the way we want you to do it...we don’t have

177

anything for you.”” Feeling that they did not have control over healthcare decision-
making contributed to distress and precluded the development of more positive

provider—patient relationships.

4.4.5.3 Positive Provider Behaviors

In contrast, participants also described difficult healthcare experiences that were
improved by providers who were helpful and understanding. For example, participants
who requested a female provider to also be present when they saw a male provider
reported that providers were always understanding of the request and that the female
provider’s presence was reassuring. A survivor of CSA described feeling comforted
during a gynecologic examination by a nurse who noticed that she was upset, held her
hand and talked her through a breathing exercise. Three participants described how

their providers sensitively tailored their care, for example, by allowing them to remain
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clothed during examinations or taking time to explain procedures. One survivor of long-

term CSA provided details about her provider’s practices:
The nurse has to be there and she has to be where she can see exactly what the
doctor is doing. And they have to talk...I just have to hear their voices. Because
that’s what keeps me from flashing back, or keeps me present...My doctor [will]
ask what the complaints are... And then, she’ll go out, I'll get undressed, she’ll
knock on the door, [she] and the nurse will come back in. And before she ever
does anything, she will explain what everything is...she will hold up each
[instrument] and tell me what it’s for...She doesn’t rush through the exam. And
if I get to the point where anything’s bothering me, I just raise my hand, that’s
the cue for her that we need to stop, [that] I need to breathe for a minute.

A key component of these positive healthcare experiences was providers” willingness to

take extra time or to modity their typical care delivery, thereby giving participants more

control over the healthcare interaction.

4.4.6 Limitations of the Healthcare System

Even within the contexts of positive provider—patient relationships, participants
acknowledged that the ability to implement trauma-informed practices was often
outside of providers’ control. For instance, one IPV survivor felt frustrated at “starting
over” with new providers, rather than consistently seeing the same mental healthcare
provider, because she relied on Medicaid to cover those healthcare costs. Similarly,
many participants noted that their preference for female providers could not extend to

situations in which only a male specialist was available. Two participants further
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discussed how the health insurance model limits providers’ time with patients,
precluding effective communication or more sensitive care. A survivor of IPV who had
also worked in a healthcare setting felt that providers’ specialized training and
obligations to adhere to agency procedures inhibited their abilities to be more flexible in
providing care. Participants seemed to view these elements of the insurance and
healthcare systems as barriers that they (and providers) could make efforts to work

around.

4.4.7 Survivors engage many strategies to improve their healthcare
experiences

4.4.7.1 Strategies for Increasing Autonomy in Healthcare

In response to system-level restrictions and imbalances of power in provider-
patient relationships, participants described a number of measures they took to improve
their healthcare experiences. These strategies generally fell into two categories:
increasing autonomy and increasing comfort. First, participants recognized the
importance of cultivating trusting, mutually respectful provider—patient relationships. A
few participants described the importance of selecting a provider whom they felt was
safe, trustworthy and qualified. Although a few did not select or reject providers based
on gender, most of the participants stated that they preferred or would only see female

providers:
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For all the reasons I've just explained to you [IPV and sexual violence], I don’t
want a man touching my body...When I call to make an appointment with a new
doctor, the first thing I say is “Do you have any females in this field?”

Finding the right provider also sometimes required participants to end a
relationship with a provider whom they felt had not been helpful. Almost half of the
participants shared stories about changing providers when they felt patronized,
disrespected or were put off by provider mannerisms. A participant who had
experienced sexual assault described how, over the course of being twice treated for
cancer, she has learned how to judge whether providers are a good fit for her and what
provider characteristics are important: “Take the time to collaborate with me about how
[we are] going to proceed from here... the doctors that are willing to be slow and take
their time and just listen, those are the ones that I connect with the best.” Participants
also valued providers who took an interest beyond their health problems, recognized
them as equals in healthcare decision-making and understood their unique needs—
especially those related to traumatic experiences. One survivor of long-term CSA stated
that seeing a provider who had been trained to work with patients who have
experienced violence and abuse was especially helpful. Carefully choosing a provider

whom they felt was a good fit for them was a key way participants exercised their

autonomy and engagement in healthcare.
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Participants also recognized that building a positive provider relationship takes
time and personal investment from both parties. For example, a CSA survivor stated
that she regularly drove more than an hour to see a provider at her childhood family
practice, with whom she felt familiarity and comfort. Another participant noted that
being able to openly discuss changes in her health was a benefit of long-term provider
relationships. A survivor of IPV discussed meeting new providers before appointments:
“I think what’s helped me a lot is...doing a 30-minute meeting before that doctor visit to
sit and talk...They] would understand me better, and I would understand [them]

better.” That participant chose to disclose her trauma history during those meetings.

4.4.7.2 Choosing Whether to Disclose Traumatic Experiences

Participants” decisions regarding trauma disclosure varied, but always seemed to
be an important element of choice in their healthcare encounters. Some participants
were deterred from disclosing to providers; they feared the provider would label them
as “abused women” because “[after that,] you are treated differently.” Others worried
that providers would judge them or wonder why they did not protect themselves:
“Sometimes it’s hard to talk to somebody, especially when you don’t want to be
judged...Because that’s what I heard when I got raped —"You did something to have this

man rape you.”” Another participant similarly worried that her providers would blame
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her for not seeking help to escape IPV: “I didn’t want to tell the [providers], because I
didn’t know how they would react, if they would go behind my back and whisper about
‘Why didn’t she ever tell anybody?’” Participants” worries about provider perceptions
and judgments seemed connected to their concerns about whether and how providers

shared healthcare decision-making power.

In contrast, some participants did choose to disclose traumatic experiences to
providers and seemed relieved when those providers responded kindly and
appropriately. When one participant finally disclosed her experience of CSA to her long-
term provider, she was heartened by the response:

“Her literal response when I told her was “What the hell? That’s messed

up!’...But she didn’t like wallow in it...she was just like “Well, let’s fix it"...I think

that reaction worked because I have a good relationship with her.”
Another participant relayed feeling that she reached a point where she could help her
providers by disclosing that she had been physically abused by her ex-partner: “I didn’t
want them to feel like ...”"Why is she jumping when I tell her to do this, or raise my
hand?” So, [I] came out and told them what happened.” Others viewed their ability to
disclose their traumatic experiences to providers as a sign of personal growth. For

instance, one CSA survivor stated that she “used to be ashamed and wouldn’t tell

anybody. But now, I found out that if you just go ahead...and let them know, that they're
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more receptive, and they try to help more.” A survivor of IPV also noted that her
disclosures might benefit other patients: “People care more than I think they do. They
want to get insight on that. ‘Cause you never know...they might get somebody else
[another patient] like me.”” Almost all participants who chose to disclose their trauma
histories felt that afterwards, their providers delivered better, more sensitive care and
were able to help them through difficult aspects of care.

Finally, participants also described strategies they used to increase their ability to
participate equitably in healthcare decision-making. For instance, some participants
researched their symptoms and available treatment options and made lists of questions
and concerns before appointments. Participants noted that one benefit of feeling
informed and in-control of their healthcare was knowing that they could delay or refuse
a procedure. For example, one survivor of IPV described delaying a surgical procedure
until a female surgeon was available. These strategies mitigated the medical knowledge
deficit between participants and their providers, thus increasing their ability to share in

informed healthcare decision-making.

4.4.7.3 Strategies for increasing comfort across healthcare interactions

Participants described strategies they used before, during and after healthcare

interactions to minimize their distress and increase their comfort. For example, one CSA
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survivor said that she does not eat beforehand, in case she feels nervous and becomes
nauseated during an appointment. She also used music and breathing exercises she
learned in prepared childbirth classes to relax on her way to appointments. Others
described preparing for appointments by taking antianxiety medications, getting quality
sleep or choosing comfortable clothing. One IPV survivor described how meditation was
helpful: “It relaxes the mind, and it keeps me calm. I'm going into [the appointment]
with a clear perspective of it, instead of going in there negative.”

During difficult examinations or procedures, participants often employed
relaxation techniques. One participant who had experienced IPV in early adulthood
described using visualization, breathing exercises and “grounding” techniques: “You
just feel any solid object and [then] you can just focus on every little aspect of that so that
you focus away from your actual anxiety or fear.” This relaxation technique
incorporated distraction—"[focusing] away” —a strategy also used by other participants.
For instance, a survivor of family and sexual violence described bringing a service dog
and a music player with headphones to appointments. A survivor of IPV said that she
does crossword puzzles or text messages with friends to lessen her anxiety. Bringing a
support person—mother, child, partner or friend —to an appointment was a dual

distraction and comfort measure employed by many participants.
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Participants also described internal dialogue, or self-talk, that they used to
comfort and guide themselves through difficult procedures. This self-talk generally fell
into three categories: summoning courage, reassuring and staying present. When faced
with a procedure that they knew would be difficult or distressing, participants reminded
themselves of the importance of the procedure and tried to release fears and anxieties.
One participant described telling herself “This is something I have to do. I have to stop
being so afraid,” and another would remind herself of her ability to “get through,”
saying “I can do this. I can bulk up and do this.” Participants similarly used reassuring
self-talk to avoid triggers by reminding themselves that they were safe within the space
of the healthcare encounter. This strategy involved participants actively remembering
that they were no longer in abusive or violent situations and that providers
were not abusers: “I know he [provider] is not going to [hurt] me, because he’s not
[abusive partner], he’s a doctor.” These internal dialogues also helped participants “stay
present” in the healthcare encounter, rather than allowing traumatic memories to
surface in their minds: “[this appointment] isn’t the past, it is now. . .I shouldn’t get
upset with what’s going on now because of the past. I shouldn’t link them together,
these are separate situations.” Finally, participants would also use self-talk to remember

that a difficult procedure would soon be over.
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After healthcare appointments, participants engaged in soothing activities they
used to calm themselves and relax, the most common of which were bathing, resting,
meditating, repetitive motion (e.g., walking, knitting) or spending time with loved ones.
One CSA survivor said that she takes a shower after appointments to physically and
mentally comfort herself and to reclaim a sense of bodily autonomy:

I usually go home and shower... I go home and consciously making an effort to

call my body my own again. It might involve a bath [or] some kind of self-

massage...hands-on contact to remind myself that the skin that I'm in is still

mine.
Another CSA survivor also bathed after returning from an appointment, and then
relaxed by doing yoga and spending time with her dog. Participants reported that they
took walks and/or used lulling activities such as driving or swinging on a porch swing
to relax and calm themselves. A participant who had experienced both IPV and sexual
assault described that “repetitive motion...whether it would be knitting or
crocheting...or whatever —[is] how I can zone out.” Others would also “reward”
themselves with buying a beverage or a meal at a restaurant after an appointment. These
relaxation and self-care strategies helped participants mentally transition out of the

healthcare encounter and regain control and autonomy that they perceived had been

compromised.
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Participants in this study experienced a variety of violence and other traumas,
ranging from CSA and IPV to severe car accidents. Feeling isolated or disbelieved
complicated experiences of violence and abuse, making it more difficult for participants
to leave abusive relationships and to heal from trauma later in life. For participants who
described receiving immediate care, those difficult experiences seemed to deepen,

prolong and complicate their initial trauma. Participants also described the ways in
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which healthcare experiences long after trauma could still recall memories of traumatic
events. Experiencing a multiplicity of traumas further complicated participants’ later
healthcare experiences due to the larger number and diversity of traumatic memories
that were recalled by elements of healthcare. Provider mannerisms and behaviors
played a significant role in participants” healthcare, thereby either exacerbating or
mitigating difficult healthcare experiences. In response to limitations within provider—
patient relationships and/or the healthcare system, participants engaged a variety of
strategies to increase their autonomy and comfort within healthcare.

Findings from this study are well aligned with those of previous research. For
instance, immediate and later healthcare experiences were sometimes distressing to
participants in this study because they felt mistreated by providers. Similarly, some
participants in Du Mont and colleagues’ (2014) study on the emergency care experiences
of sexual abuse survivors reported feeling disrespected or mistreated by the ED staff.
However, the vast majority of participants (95%) in that study indicated that they felt
respected, believed, supported and cared for by emergency care nurses and physicians
(Du Mont et al., 2014). It is possible that the interview prompts used in the current study
(“Please tell me about a difficult healthcare experience”) biased participants’ responses

towards negative healthcare experiences. Recent publications do affirm findings from
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this study that elements of routine care can recall traumatic memories. Williams and
Williams (2013) cited pain and exposure of the genitals as elements of gynecological
examination that could recall trauma and cause distress.

Findings from this study on provider behaviors and provider— patient
relationships are also aligned with those of previous research. For example, Joyner and
Mash (2014) reported that judgmental or directive counseling, based in beliefs that
abused women were not active participants in their own health, was detrimental to
provider-patient relationships and overall care. Women with and without experiences of
IPV interviewed by Mork, Andersen, and Taket (2014) discussed the importance of
respectful communication from providers. Further, an interview study with cancer
survivors who had experienced CSA indicated that survivors wanted providers to
address imbalanced power dynamics (Gesink & Nattel, 2015). Bell and Seng (2013)
reported that high alliance within the provider—patient relationship could mitigate the
negative effects of recalled traumatic memories on survivors’ prenatal care experiences.
These findings are in alignment with the high value assigned to provider—patient
relationships by participants in this study and with their reported preferences for

providers who shared control over healthcare encounters and decision-making.
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Finally, findings from the current study echo recommendations in previous
publications for: asking for patients” consent before and during examinations or
procedures, giving patients anticipatory guidance on what to sensations to expect
(Greenbaum, 2014; Raja, Hoersch, Rajagopalan, & Chang, 2014), helping patients
manage dissociation (Gesink & Nattel, 2015; Montgomery, 2013) and giving patients as
much control and choice as possible in healthcare (Gesink & Nattel, 2015; Greenbaum,
2014; Montgomery, 2013; Walker & Allan, 2014). This study is limited by sample
homogeneity with regard to geographic location, race and ethnicity, but strengthened by
sample diversity with regard to socioeconomic status and trauma exposure. Findings
may have been limited by implicit biases in interview prompts—for instance, “please tell
me about a difficult healthcare experience.” Descriptive data on the patient engagement
behaviors of women survivors of violence is a unique contribution of this study to the
current literature, and the use of qualitative methods grounds these findings in the

actual healthcare experiences of women survivors of violence.

4.5.1 Implications for Practice and Research

Ten participants in this study reported experiencing more than one traumatic
incident, which points to the need for comprehensive trauma history screening in

healthcare. Although the Patient Protection and Affordable Care Act provides guidance
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on screening and counseling women for sexual violence and IPV (Centers for Medicare
and Medicaid Services, 2014), it does not make provisions for assessing patient history of
nonviolent traumatic life experiences, or whether and how these experiences are
continuing to affect patients. Asking more open questions about trauma exposure, such
as “What traumatic events have happened to you?” (Crosby, 2013, p. 522), could be an
effective way to begin screening for diverse traumatic life events. However, other
researchers have advocated for using comprehensive multi-item trauma exposure
assessments because they found that single, open-ended questions resulted in
underestimation of trauma exposure among women (Monson et al., 2016). Future
research should work towards determining best practices for comprehensive trauma
history screening.

Participants in this study and others have emphasized the importance of
providers knowing how to respond empathically to trauma disclosure. However, a
recent systematic review on screening practices found that provider response to
disclosure was only reported in two of 35 included studies (Alvarez, Fedock, Grace, &
Campbell, 2016). The findings of the current study indicate that caring trauma history
screening is especially important because patients who felt able to disclose their trauma

histories to providers often also asked providers to tailor care in ways that met their
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needs. Conversely, patients who do not feel able to disclose traumatic life experiences
are not well positioned to advocate for their healthcare needs in ways that support
positive care experiences. Further research on trauma screening practices that also
evaluates provider responses to disclosure is necessary to establish best practices.

In addition to sensitive trauma history screening, providers can assess patients’
needs and current level of healing by asking questions like “How is what happened to
you in the past affecting you now?” (Felitti, 2002, p. 47) and “What have you done in
your daily life to help yourself recover?” (Crosby, 2013, p. 522). While they can help
providers assess patients’ needs, these questions do not address the effects of traumatic
events on the immediate healthcare experience. To this end, one participant in this study
suggested that providers could ask: “What do you need from us?”, “Is this going to
affect [your care]?” and “How can we manage it together?” These questions open up
discussion on the patient’s healthcare needs and more importantly, emphasize a
collaborative, patient-engaged process for addressing them. Trusting and mutually
respectful relationships with providers mitigated difficult encounters and contributed to
positive healthcare experiences among participants in this study.

Even in the context of sensitive screening and trusting provider—patient

relationships, findings from this study indicate that survivors may still not choose to
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disclose their trauma history or be able to articulate their needs for care. Therefore,
providers should take responsibility for reading and responding to cues or behaviors
(e.g., fast, shallow breathing) that indicate distress (Williams & Williams, 2013).
Discussing trauma history and healthcare needs and observing patient distress are both
opportunities for providers to deliver more sensitive care. As stated by one participant
in this study, providers who have training on trauma-informed care are able to mitigate
difficult healthcare experiences. Previous research has demonstrated the success of
provider training on trauma-informed practices for improving the knowledge, skills and
attitudes of provider and staff at prenatal clinics (Choi & Seng, 2015). Prenatal health
may be a particularly meaningful opportunity for researching and implementing
trauma-informed practices due to the large number of women for whom it is an entry
point into healthcare (Seng, 2015). Future research should evaluate such training
programs and subsequent healthcare interactions from provider and patient
perspectives.

In response to acknowledged healthcare system limitations, participants
described several ways they prepare for, cope with and care for themselves after
difficult healthcare experiences. These findings are a unique contribution of this study to

the literature and are aligned with those of previous research on engagement among
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different patient populations (Greene & Hibbard, 2012; Hibbard & Greene, 2013; Sacks et
al., 2014). Participants who described engaged healthcare behaviors (e.g., asking
providers for help, changing providers and/or postponing/refusing procedures) related
those behaviors to improved healthcare experiences. Future research should further
explore patient engagement among survivors, and then use these data as a foundation
for creating interventions aimed at increasing and supporting survivors’ engagement in
care. For example, researchers could create an educational intervention for survivors
that includes some of the healthcare strategies described in this study and assess
whether and how the intervention impacts their healthcare experiences. Interventions
that support survivors” autonomy and comfort before, during and after healthcare
experiences can supplement provider-led trauma-informed practices.

These possibilities for future research are in contrast to a trauma-informed
delivery model in which patients rely on providers to change practice. Imbalanced
provider—patient power dynamics were a common factor in many of the difficult
healthcare experiences described in this study. Future research on the healthcare needs
of trauma survivors should also work against imbalanced power dynamics —both in
provider—patient and in researcher—participant relationships. To this end, future

research could use participatory methodologies that involve participants as decision-
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makers throughout the research process, for instance, forming an advisory board of
survivors to inform study decisions such as recruitment locations, materials and
instrument or intervention development, or using established participatory
methodologies like Photovoice (Wang, 1999). Regardless of the method, participatory
research is oriented towards influencing policy- and decision-makers and improving the
communities and lives of participants (Wang, 1999). Therefore, using participatory
methods could be a way to facilitate survivor, provider and researcher collaboration and

to “fast-track” ways to improve survivors” healthcare experiences.
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Traumatic life experiences are unique to each survivor, and their deep and
lasting impact was reflected in participants” varied descriptions of their healthcare
experiences and strategies. The common themes identified from the narratives of the
survivors interviewed provide valuable implications for healthcare providers and for
future research that combines trauma-informed care with patient engagement.
Participants in this study reported a diversity and multiplicity of traumatic life
experiences, described difficult healthcare experiences and their relation to past trauma
and identified ways that they improve their own healthcare experiences. Future research

should explore interventions that support survivors’ patient engagement and improved
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healthcare experiences, work to balance provider—patient and researcher—participant
power dynamics and continue to identify opportunities for survivors and providers to
collaborate for the implementation of trauma-informed care. Broadening understanding
on how violence affects survivors’ healthcare experiences can hasten progress towards
improving and implementing trauma-informed care as well as progress towards
addressing the health consequences and disparities currently experienced by survivors

of violence.
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5. Using Photovoice to Explore the Healthcare
Experiences and Strategies of Women Survivors of
Violence

People who have experienced traumatic life events, typically defined as
experiencing or witnessing an event of actual or threatened death, serious injury, or
physical, sexual, or emotional violence (American Psychiatric Association, 2013), are at
risk for an array of negative health consequences (Anda et al., 2009; Handley et al., 2015;
Lopez-Martinez et al., 2016). Documented cases suggest that 20% of U.S. women
experience sexual assault and 30% experience intimate partner violence (IPV) (Centers
for Disease Control & Prevention, 2013), but prevalence is likely underestimated because
stigma associated with these events leads to underreporting (Kennedy & Prock, 2016).
Research indicates that the stress associated with traumatic life events may have
different physiological consequences for women than men and contribute to gender-
based differences in chronic and acute health problems such as hypertension, infertility,
autoimmune disorders, infection, and osteoporosis (Kendall-Tackett, 2010). These health
problems could benefit from early and regular attention from a healthcare provider. Yet,
for many trauma-exposed women, seeking out and receiving healthcare is associated
with physical and psychological intrusions that are linked with prior traumatic life

events.
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Due to the high prevalence of sexual and physical violence in the lives of U.S.
women, healthcare providers will likely encounter survivors of violence in their practice.
In addition to being unaware of a patient’s trauma history due to lack of disclosure or
failure to screen, providers may be unable to identify or predict which stimuli or
environmental factors contribute to trauma symptom responses (Harris & Fallot, 2001b)
such as intrusive memories or panic. The dual physical and psychological nature of
violence places these women at particularly high risk for experiencing distress during
examinations or procedures. For example, survivors of childhood sexual abuse report
experiencing distress, dissociation, or other trauma symptoms throughout physical
examinations, regardless of whether the examination is intrusive (Coles & Jones, 2009;
Williams & Williams, 2013). The unique, individual nature of traumatic experiences and
trauma symptoms (Harris & Fallot, 2001b) coupled with the limited healthcare resources
typically allocated for individual patients (Hall et al., 2016), pose barriers to
implementing trauma-informed care practices (Havig, 2008). Further, relying solely on
provider-led changes to practice can replicate dynamics of abuse in which survivors

“feel powerless and unable to advocate for themselves” (Fallot & Harris, 2002, p. 477).
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Therefore, developing knowledge on patient engagement can lead to more empowering
and efficient ways to implement trauma-informed care.

Patient engagement is defined as the patient’s ability and willingness to
independently manage their health and care, and their resulting health and healthcare
behaviors (Hibbard & Greene, 2013, p. 207). Studies of patients with chronic diseases
and comorbidities demonstrate associations between increased patient engagement and
more positive health behaviors, health outcomes, and healthcare experiences (Greene &
Hibbard, 2012; Hibbard & Greene, 2013; Sacks et al., 2014). Though trauma survivors
experience increased risk for many health problems (Anda et al., 2009; Handley et al.,
2015; Lopez-Martinez et al., 2016), to date, evidence about their actual healthcare
experiences is limited and information about patient engagement among survivors has
not been published. Therefore, rigorous research on survivors’ healthcare experiences,
needs, desires, and engagement strategies is necessary to inform trauma-informed care
practices and to address barriers to implementation.

Published research on trauma-informed care has largely included survivors as
subjects, rather than using participatory research processes to engage them as active
participants and decision-makers. Examples of qualitative research on trauma-informed

care that emphasize survivor voices are available (Coles & Jones, 2009; Muzik, Ads,
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Bonham, Lisa Rosenblum, et al., 2013; O'Doherty, Taft, McNair, & Hegarty, 2016),
however, many more examples are based in healthcare providers’ beliefs about
survivors’ needs (e.g. Averbuch & Spatz, 2009; Kassam-Adams et al., 2015; J. S. Seng &
Hassinger, 1998; Skinner, 2010). The few available examples of research testing provider-
focused education interventions (Choi & Seng, 2015; J. R. Smith et al., 2013) or survivor-
focused interventions (M. S. Smith & Smith, 1999) have excluded survivors entirely from
the research process. This exclusivity neglects the valuable expertise of survivors,
limiting the creativity, relevance, and translatability of research findings. Further, the
researcher-participant relationships in these traditional methods of research can
replicate power dynamics that are reminiscent of traumatic relationships in which
survivors were stripped of autonomy and silenced. Using this research to inform
changes to practice controlled by healthcare providers further cements trauma survivors
as passive recipients of care that may or may not meet their needs, rather than as active
participants in their healthcare experiences or co-creators of knowledge.

Photovoice and other participatory action research (PAR) methodologies are
alternative approaches in which survivors, researchers, and providers collaborate, with
the goals of understanding survivors’ experiences and identifying opportunities for

affecting positive changes to current healthcare access and practice. As the popularity of

136



health-focused PAR has increased, these methods have been employed with diverse
communities to address a myriad of health concerns (Baum, MacDougall, & Smith,
2006), and there is an emerging body of literature on PAR with survivors of violence.
PAR with survivors of violence has been used to: assess the needs and desires for
violence prevention programs among Latina residents of Miami (Gonzalez-Guarda et
al., 2013), describe cultural perceptions and responses to intimate partner violence (IPV)
among Native Hawaiian and Philippina women (Magnussen et al., 2011), and develop
and implement culturally-specific depression interventions for African American and
Latina survivors of IPV (Nicolaidis, Mejia, et al., 2013; Nicolaidis et al., 2011; Nicolaidis,
Wahab, et al., 2013), among other examples. However, available literature using PAR to
investigate trauma-informed care is much more limited. Currently, there are only two
studies available on trauma-informed care that have used PAR to study trust in
provider-patient relationships (Battaglia et al., 2003) and emergency care experiences
among survivors of intimate partner violence and child sexual abuse (van Loon et al.,
2004). Expanding trauma-informed care research to include PAR methods and
expanding PAR with survivors to include investigations of trauma-informed care would
offer many advantages for both survivors and healthcare providers. Therefore, the aims

of this participatory Photovoice study were to:
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¥ Describe the healthcare experiences of female survivors of physical, sexual, and
emotional violence;

¥ Identify and describe survivors’ strategies for dealing with difficult healthcare
experiences, interacting with healthcare providers, and navigating the healthcare
system; and

¥ Identify opportunities for collaboration between survivors and healthcare

providers to support survivors’ engagement and positive care experiences.
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This study is grounded in trauma, feminist, and empowerment theories. Trauma
theory clarifies how sensations that recall traumatic events can trigger distress in
survivors and also recognizes that trauma symptoms can be triggered in response to a
heightened state of arousal, stress, or emotional pressure (van der Kolk, 1994), thereby
elucidating connections between trauma and healthcare. The hierarchy inherent to most
researcher-participant and provider-patient relationships, as the result of the specialized
knowledge held by researchers and providers, and the vulnerable roles of participants
and patients (Seng & Hassinger, 1998, p. 289) can cause distress for survivors of
violence. Survivors of violence have been “injured by abuse of power” (Aaron et al.,

2013, p. 360) and may frequently “feel powerless and unable to advocate for themselves”
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(Fallot & Harris, 2002, p. 477); participation in the research process contributes to
feelings of empowerment among survivors (Cortez et al., 2011).

In alignment with feminist and empowerment theories, working against these
power differentials by sharing control over research processes helps ensure that neither
the topics investigated nor the processes used trigger distress or re-traumatization for
survivors. Feminist theory emphasizes that research should be action-oriented and
committed to improving participants’ lives, and further, that research should honor
participants’ intelligence, wisdom, and subjective experiences, (Brisolara, 2014; Wang,
1999). Empowerment theory defines empowerment as the process through which
“individuals...gain greater access to and control over resources and...gain mastery over
their lives” (Zimmerman, 1995, p. 583) by understanding the root causes of individual or
community problems and developing solutions. Empowering survivors within the
research process will help ensure that survivors’ voices dominate the research
conversation, and that the individual nature or traumatic life events and subsequent
healthcare experiences will not be diluted or diminished. The action-oriented nature of
PAR is also aligned with Herman’s (1997) model of trauma recovery, the last phase of

which can involve finding a “survivor mission,” or “[transforming] the meaning of their
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personal tragedy by making it the basis for social action” (p. 207). Figure 4 illustrates the

connection between empowerment theory and the current study.
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Figure 4: Empowerment in the Research Process

HOU@Y0); . B8H

Building upon an initial interview study that demonstrated feasibility for using a
participatory approach (Reeves & Humphreys, 2017), this study used participatory
Photovoice and process analysis methods to address these research aims. Photovoice is a
participatory research method that uses photography to record and reflect participants’
strengths and concerns, promote critical dialogue through discussion of photographs,
and reach those with the power to implement positive community changes (Wang,
1999). Photovoice has been used for health research with diverse populations including
indigenous and racial or ethnic minority communities, women and families of low

socioeconomic status (Hergenrather, Rhodes, Cowan, Bardhoshi, & Pula, 2009), and
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survivors of IPV (Moya, Chavez-Baray, & Martinez, 2014). Process analysis originated in
Japanese business practices aimed at assessing and improving the efficiency of factory
production, but has been used successfully by healthcare providers and administrators
for quality improvement processes (Kruskal, Reedy, Pascal, Rosen, & Boiselle, 2012;
Saunders, Abraham, Crosby, Thomas, & Edwards, 2003). This quality assessment
process emphasizes using a multiplicity of voices and perspectives to generate ideas for
improvement (Terziovski, 2002); emphasizing survivor perspectives and knowledge in a
systematic process analysis of a healthcare appointment will provide valuable insight
and identify opportunities for survivors and providers to independently and
collaborative improve healthcare experiences. Previous research indicates that survivors
of sexual assault valued engaging in participatory research as a healing opportunity to
be heard, to develop trusting relationships, and to help other survivors (Cortez et al.,
2011) and that survivors effectively collaborated with researchers and service providers
to describe ways in which provider education and service delivery could be improved

(Poleshuck et al., 2016).

5.3.1 Setting and Sample

Participants were community-based women, all English-speaking and at least 18

years of age who reported that they had experienced or witnessed physical, sexual, or
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emotional violence, but were not currently experiencing violence. Based on previous
Photovoice research (Hergenrather et al., 2009; Moya et al., 2014) and established focus
group methodologies (Richards & Morse, 2012), we aimed to recruit ten participants,
with the intention that at least five participants completed all study sessions. Findings
from the previous interview study showed similarities in the healthcare experiences and
strategies of survivors of violence that occurred in childhood and adulthood (Reeves &
Humphreys, 2017). Thus, survivors of violence that occurred at any age were included
to obtain a diversity of perspectives and support the generalizability of study results. All

participants were recruited through advertisements posted on Craigslist.

5.3.2 Data Collection
5.3.2.1 Participant Characteristics

At the time of enrollment, participants provided written, informed consent and
completed an investigator-developed demographics questionnaire that asked about age,
race and ethnicity, education, socioeconomic status, gender identity and sexual
orientation, marital status, healthcare utilization and access, and trauma exposure. To
comprehensively assess trauma exposure, this demographic questionnaire incorporated

the Lifetime Stressors Checklist-Revised (LSC-R, Wolfe et al., 1996). Test-retest reliability
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for the LSC-R ranged from 0.52 to 0.95 for each item, exceeding published criteria for

acceptable reliability (k > 0.40; McHugo et al., 2005).

5.3.2.2 Photographs and Meetings

Ethical approval for this study was obtained from the Duke University
Institutional Review Board. After a one-on-one meeting for study enrollment and
demographic data collection, participants collectively attended an orientation meeting.
During this meeting, the principle investigator (PI) distributed cameras and related
equipment, discussed the study aims and ethical photography, and facilitated
discussions to collaboratively establish group agreements for interactions and five
photography prompts. Participants reconvened two weeks later for the first Photovoice
meeting. Participants each shared one of their photographs along with a brief
explanation of why they chose to take and share that photograph, then collectively chose
one photograph for in-depth discussion. Following the Photovoice for women’s health
guidelines established by Wang (1999) and previous Photovoice research with IPV
survivors (Moya et al., 2014), group discussions flexibly adhered to the SHOWeD
acronym (Wang, 1999, p. 188) shown in Figure 5. All meetings were audio recorded and
a research assistant took notes to record information not captured by the audio

recording, such as participants’ body language and group dynamics.

143



What do we See here?
What is actually LL—Jappening here?

How does this relate to@ur lives?
Why does this situation, concern,

or strength Exist?

What can we @o about it?

Figure 5: SHOWED Questions for Photovoice Sessions

The Photovoice process was repeated iteratively to address five photography
prompts collaboratively identified by participants: “How a healthcare provider has
made you feel”, “Difficult healthcare experiences (and painful past experiences)”,
“Something a healthcare provider has said to you”, “Treatments and medications” and,
“Something that has helped or made healthcare better”. At the beginning of each later
meeting, the PI shared a summary of themes from the previous meeting for the purposes

of review and member checking. Figure 6 shows a map of the research process:
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Figure 6: Research Process Map

~

The goal of each of the Photovoice meetings was to collaboratively assess and discuss
participants” photographs with regard to the photography prompt and the overarching
study aim of understanding survivors’ healthcare experiences and strategies. Though
the PI guided discussions with the goal of facilitating thoughtful interpretation and
analysis of the photographs (Moya et al., 2014), participants dictated the terms of each
meeting by deciding what to photograph, which photographs to share, and what

information to share about the context and meaning of their photographs.
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5.3.2.3 Process Analysis and Mapping

After completing the Photovoice meetings, participants, the PI, and the research
assistants used those data to conduct a process analysis exercise focused on a
primary/gynecological healthcare encounter, as selected by the participants. We used a
modified Value Stream Mapping (Kruskal et al., 2012; Thompson, Wolf, & Spear, 2003)
process (shown in Figure 7) to examine the appointment, beginning from a patient’s
initial contact with the provider or clinic and progressing through all steps of the visit to
her departure from the facility. We talked through the primary care encounter
chronologically, working to identify multi-level factors that affect survivors” healthcare
experiences and opportunities for improvement at each step of the primary care
appointment. These data supplemented and contextualized Photovoice findings. Rather
than striving for efficiency or focusing on patient-provider interactions, we aimed to
question the personal-, agency-, and system-level factors that positively or negatively
impacted survivors” healthcare experiences. We used the process analysis to identify
opportunities for survivors to be engaged in healthcare; opportunities for providers to
listen to survivors, understand their needs, and respond sensitively; and places or steps

that would require collaborative advocacy for healthcare system change.
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EVALUATE

‘Does this add or detract

MAP value for the survivor?”
Visually represent “What is the root cause
OBSERVE activities, connections of this problem?
1 petween them, and “How could this be
Use personal experience their progression. improved?”

and data from interviews
and focus groups to “walk
through” primary care
encounter.

Figure 7: Value Stream Mapping for Process Analysis
Finally, all participants completed a one-on-one follow-up interview in which they were
invited to share information they had not felt comfortable sharing in group discussions
and to describe their experience in the study. Five participants also attended an optional
group follow-up meeting to discuss their desires for dissemination and translation of the
study findings. Because participants met repeatedly, the discussion process was
iterative—we discussed new photographs but also revisited themes of discussion from
previous meetings—and therefore, each participants’ contributions were increasingly

valuable as the study progressed.

5.3.3 Data Preparation and Analysis

Meeting discussions and interviews were professionally transcribed verbatim,
deidentified, and uploaded into Atlas.ti software for data analysis. A unique element of
Photovoice methodology is the inclusion of researchers and participants in the process

of data analysis (Moya et al., 2014). The PI reviewed each of the Photovoice group audio
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recordings to capture the major elements and themes, while participants engaged in a
multi-level process of participatory analysis: selecting those photographs that most
accurately reflected their experiences, contextualizing the photos by describing what the
photographs meant, discussing the issues and themes that emerge in group dialogue,
and validating or revising themes noted from previous discussions (Moya et al., 2014, p.
885). Despite the size of the study sample, this iterative discussion process resulted in a
large volume of complex qualitative data; over the course of seven group meetings and
six individual interviews, the participants submitted 80 photographs, generated 368
pages of transcripts, and created a 9-page process map. Photographs selected by
participants for in-depth discussion in alignment with each photography prompt are
shown along with photographer’s explanatory quotes in Appendix A. Photographs of
the value stream map created during the process analysis session are shown in
Appendix B. The overall goals of data analysis were: to describe difficult healthcare
experiences and how they are or are not linked to trauma history; to identify and
describe survivors’ engagement and strategies for navigating healthcare experiences;
and to integrate this data in to a systematic analysis of a primary healthcare encounter

from the perspective of a survivor of violence.
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The PI used an inductive analysis process to analyze interview and focus group
transcripts to “[discover] patterns, themes, and categories in [the] data” (Patton, 2005, p.
453), adapted from previous participatory and focus group studies (Battaglia et al., 2003;
Schaal et al., 2016; Woods-Giscombé, 2010). She began data analysis by reading
transcript as a whole and noting a memo summarizing the discussion and any feelings
or ideas that surfaced during this initial reading (Rodgers & Cowles, 1993). Written
notes from each meeting were used to contextualize and supplement transcripts during
data analysis (Margarete Sandelowski, 1986). Next, the PI read each transcript again
with the goal of assigning preliminary topical codes and recording those codes in a
codebook (Kieffer et al., 2005; Schaal et al., 2016). Referring frequently to the coded
transcripts, she revised the codes for clarity, simplicity, and parity, reducing 153
preliminary codes to a codebook of 66 codes with definitions and exemplar quotes for
each (Crabtree & Miller, 1999, as cited by Keiffer et al., 2005). Table 10 reports a selection
of codes, definitions, and exemplar quotes. The PI then re-read each transcript to assign
the refined codes to participant statements and to note thematic summaries of each
meeting. She checked with participants when unsure how to interpret or code
statements and presented preliminary analysis for feedback by asking participants if the

codes used or themes identified to describe a previous discussion accurately reflect their
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experience of that discussion. Finally, the PI used the transcripts and the codebook to
add interpretive codes (e.g. “Universal Inconveniences”), which elucidate the
connections between codes and describe the data that emerges during analysis, to the

code book (Schaal et al., 2016) and to group codes into categories to identify themes.
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Table 10: Selected Codes with Definitions and Exemplar Quotes
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5.3.3.1 Collective Dissemination

One goal of Photovoice methods is to use photographs and findings to reach
those with power to enact positive changes (Wang, 1999). Using results to propose and
support beneficial change for participants” and their communities is an essential element
of participatory action methodologies (Minkler, 2000, 2010), sometimes conceptualized
as catalytic validity, “the possibility of research moving to help those researched, to
transform their world and experiences” (Bhattacharya, 2008, p. 310). The PI will share
findings from this study by publishing this manuscript in a peer reviewed journal
and/or making a poster or podium presentation at a conference. Participants in this
study advocated that the findings also be shared with survivors of violence in the form
of printed educational resources and with healthcare providers in the form of in-person

presentations, video recordings, and/or photograph exhibits.

5.4 Results
5.4.1 Participant Characteristics

Ten participants were recruited, two were lost to follow-up, two withdrew from
the study, and six completed the study. Participants ranged in age from 26 to 61, with a
mean age of 39.3 years (SD = 16); three participants identified as Black while three

identified as white. Most (1 = 4) described their health as good, while the remaining
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participants described their health as very good (n = 1) or neither good nor poor (1 =1).
Four participants reported being diagnosed with a chronic illness. Participants reported
visiting healthcare providers between two and 12 or more times per year and five

participants had current health insurance coverage; two participants reported that they

had ever avoided healthcare due to inability to pay.

5.4.1.3 Trauma Exposure

Some of the most common non-violent traumatic events reported were:
witnessing or being in serious accidents (n = 4 and n=5, respectively), money problems (n
=5), someone close to you dying (n = 5), having a family member sent to jail (1 = 4),
parents divorcing or separating (1 = 4), and being diagnosed with a serious illness (1 =
4). All participants reported multiple traumatic life events, ranging from 8 to 16 events
with a mean of 13.2 events reported (SD = 2.9). This multiplicity of traumas complicates
healing and healthcare experiences (Reeves & Humphreys, 2017). Due to the focus of
this study on interpersonal violence, participant exposure to those events is reported in

detail in Table 11.
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Table 11: Number and Percent of Participant Endorsement of LSC-R Events of
Interpersonal Violence

LSC-R Event Endorsed

Emotionally abused or neglected (e.g. being frequently 5 (83%)
shamed, embarrassed, ignored, etc.)

Physically neglected (e.g. not fed, not properly clothed, 1 (17%)
left to care for self when too young or ill)

Witnessed violence between family members (e.g. hitting, 5 (83%)
kicking, slapping, punching) before age 16

Abused or physically attacked (not sexually) by someone 3 (50%)
you knew (e.g. a parent, boyfriend, or husband hit,
slapped, chocked, burned or beat you up) before age 16

Abused or physically attacked (not sexually) by someone 4 (66%)
you knew after age 16

Bothered or harassed by sexual remarks, jokes, or 3 (50%)
demands for sexual favors

Touched or made to touch someone else in a sexual way 4 (66%)
because they forced you in some way or threatened harm
before age 16

Touched or made to touch someone else in a sexual way 2 (33%)
because they forced you in some way or threatened harm
after age 16

Had sex (oral, anal, genital) when you did not want to 3 (50%)
because someone forced you in some way or threatened
harm before age 16

Had sex when you did not want to because someone 2 (33%)
forced you in some way or threatened harm after age 16
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5.4.2 Survivors of Violence are Vulnerable Patients.

Participants in this study discussed their multifaceted vulnerabilities in
healthcare settings, recognizing that past traumatic violence affected their current health
and healthcare, healthcare experiences could be triggering or re-traumatizing, medical
information could be overwhelming, and imbalanced power dynamics in provider-
patient relationships challenged their healthcare interactions. As an illustration of the
connection between trauma and health, a participant who had experienced sexual
assault in early adulthood reported that she stopped menstruating for a year after the
assault. She consulted multiple healthcare providers and was told her concerns were
psychological, but persisted in seeking screening until she was diagnosed with an
ovarian tumor. She was a vulnerable patient with regard to the physical and mental
health consequences of violence, and also with regard to providers dismissing legitimate
physical health concerns as solely psychological manifestations of trauma.

Another participant described how her experiences with childhood abuse and
family violence contributed to tension between having difficulty trusting providers and
needing to rely on them for help and information:

Growing up in a family with violence and dysfunctional relationships, you're

going to family members because you need them...and it’s something that gets

warped. You go there because you need them and then they don’t give you what
you need, [instead] it’s something harmful...With doctors, you're not going there
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for fun. You're going there because you need their help and half the time you

have to worry about “Am I walking away with something that’s actually going

to help me? Is this going to harm me?” ...You rely on somebody but you can’t

trust them fully to give you what you need.
This quote illustrated this participants’ vulnerability with regard to feeling unsafe and
uncertain trusting providers for help and advice as well as the nuanced emotional
connections between traumatic violence and healthcare experiences. Difficulty building
trust in provider-patient relationships was a challenge discussed by participants
throughout multiple study meetings and, as in the quote above, they concretely related
trust and mistrust to their experiences of traumatic violence.

Participants also described the very real linkages between violence and
healthcare which sometimes contributed to traumatic healthcare experiences. Healthcare
experiences that brought up or triggered traumatic memories were sometimes further
complicated by provider actions and/or responses to participants” distress:

I had a doctor and she was using the speculum and I was—I had a really hard

time. I was crying and she’s like, “Oh this can’t be any bigger than a penis” ...I

was, like emotional and I felt very vulnerable and I was by myself...[and] I

wasn’t in that state because it was painful, it was more so because it had

triggered some previous experience that I had. But she didn’t even ask.

This narrative highlighted the role of the provider in this negative experience, as her

insensitivity greatly exacerbated the participant’s existing distress. This participant’s
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story also illustrated survivors” vulnerability to acute distress within healthcare
experiences that both trigger previous trauma and can be traumatic in themselves.
Lacking medical knowledge and/or the ability to effectively understand and use
medical information was another element of survivors’ vulnerability in healthcare
discussed by participants. For instance, a critical element of the negative experience
described above was the participant not knowing what sensations to expect from the
examination. Participants in this study also described feeling overwhelmed by
inundations of medical terminology, test and assessment results, and medical advice
from providers:
Every time you go, there’s something different the doctor wants to talk about or
different information you're receiving. Or sometimes you end up looking up
information on your own ‘cause you feel like the doctor isn’t giving you
everything...It’s constant. You're always having to take something in and make
decisions.
Feeling overwhelmed with medical information diminished participants” feelings of self-
efficacy with regard to medical decision-making. Decision-making was particularly

challenging when participants recognized their vulnerability related to imbalanced

power dynamics in their relationships with providers.
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5.4.3 Power Imbalances Challenge Positive Provider-Patient
Relationships

Participants in this study described imbalances of power in provider-patient
relationships related to medical knowledge, lack of shared decision-making, and
provider inflexibility. Participant narratives on difficult healthcare experiences made
clear that providers’ actions are significant; participants described these experiences
with clarity and detail, often years after they occurred. As reported above, a key element
of imbalanced power dynamics was participants’ lack of medical knowledge and
understanding. Participant narratives indicated that lacking medical knowledge resulted
in diminished self-efficacy to question diagnoses and/or medical advice. This dynamic
sometimes contributed to distressing or traumatizing healthcare experiences. For
instance, one participant described being misdiagnosed with Herpes Simplex Virus II
after having an allergic reaction to a hormonal contraceptive: “That was crazy...like, I
couldn’t tell her anything differently. She didn’t do any test or anything. She just looked
at me and was like, “You have herpes. Let me just give you your prescription” and just
walked out.” This participant was distressed at receiving a diagnosis of a highly
stigmatized chronic infection, and shocked by her provider’s abrupt communication.
Another participant agreed that “doctor’s words just seem so final, like what they say

goes”. This sentiment was closely tied to lacking medical knowledge, but also strongly
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related to providers’ communication styles, whether they took participants” questions
seriously, and whether they were willing to flexibly re-examine decisions around
diagnoses or treatments.

Imbalances in medical knowledge could be remedied by providers sharing
information and ensuring patients’ understanding, but challenged provider-patient
relationships when providers privileged medical knowledge over participants” self-
knowledge: “[Providers] have so much education and it definitely is a power
struggle...because you know your own body better than they do.” One participant
shared a narrative in which she experienced negative side effects from a prescribed
medication. Her provider did not accept her reporting of the side effects, resulting in
significant impacts on her health and quality of life:

[I went] on a medication that caused me to gain 40 pounds that I had to then

work off...I had to buy all new clothing and...I didn’t have any income “cause I

lost my job. And [the provider] was just adamant that I didn’t know what I was

talking about, [that] he was right and that’s what it was. I got to the point where I

had to fire him and just go to someone completely different. But all that money

down the drain, all that time.
The participant recognized that this prescription was not the solution to her health
concerns, and she labeled the provider’s unwillingness to take into account the negative

side effects and to change the treatment accordingly as a mistake. Participants clarified

that they accepted providers making mistakes in assessment, diagnosis, or treatment,
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but felt frustration and disappointment when providers refused to acknowledge them
and to adapt their care:

Participant 1: You know, I think it’s okay for doctors to make mistakes. I think
everyone’s human. But I wish that they would like, own up to that happening.

Participant 2: Or perhaps be more receptive to constructive criticism, like “We
have tried this for one or two visits and I've been telling you the same thing.
Could we please use something different?”
When providers were unwilling to re-evaluate diagnoses or treatment plans,
participants felt that their self-knowledge was not given equal consideration with
providers” medical knowledge. Further, when their questions, concerns, and self-
reported symptoms were not taken into consideration in healthcare decision-making,

participants felt distress and frustration at perceiving that providers did not trust their

reported experiences.

5.4.3.1 Difficulty Forming Mutually-Trusting Relationships

Participants sometime struggled to feel mutual trust with providers and viewed
mistrust as deleterious to their provider-patient relationships and health. Participants
clearly connected past experiences of traumatic violence and disclosure with current
healthcare experiences and provider-patient relationships. For instance:

I was also molested when I was younger, I was really young at the time...I didn’t

trust my mom and tell her because I didn’t think that she —well for one, I didn’t
know that she would do anything about it. And also, I just didn’t feel safe with
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her. I kind of compared that to our relationships with doctors...I feel very
ignorant when it comes to...treatments and things. So, when I think about my
mom, someone that I trusted and would’ve thought was supposed to protect me,
I kind of look at my doctor in the same way...I want to trust that they’re doing
what’s best for me and what’s in my best interest...[but] in the healthcare system,
being a victim of sexual assault or domestic violence, that trust is just lost.

This participant clearly related her difficulty trusting providers to give her accurate,

truthful, and helpful information and advice to her inability to rely on her parent to

protect her from childhood abuse. Participants also described struggling to perceive that

providers trusted them to collaboratively make healthcare decisions:

We [patients and providers] are not necessarily working together. Like ‘I don’t
feel like you're advocating for me...you’re on this side and I'm on the other side.
Or, you're- you're the expert and I'm the non-expert’...it relates to my previous
experience with domestic violence when I reported the situation to the police. I
felt the same exact way. They didn’t believe me. They were wondering why I
waited so long to report it...I felt like I was being blamed. I didn’t feel like they
were advocating for me or had any compassion at all [and] I feel like that a lot of
times in the doctor’s office.

Participants expressed anxiety at feeling that providers did not believe their self-reports

and disclosures and frustration at their perceptions that providers expected trust

without extending it: “You're supposed to have this implicit level of trust for doctors, to

be able to trust what they say and that they have your best interest at heart. But, it seems

like they don’t necessarily trust you as the patient.” As the result of the severe breeches

in trust inherent to interpersonal violence and abuse and negative experiences with
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trauma disclosure, participants seemed particularly sensitive to these adverse
communication styles and imbalanced power dynamics in their relationships with
providers. Past traumatic violence could impede the development of mutually trusting

relationships from both sides of the provider-patient relationship.

5.4.4 Being Believed by Providers is Crucial for Positive Healthcare
Experiences

Participants consistently expressed and agreed that providers believing their
symptoms, health concerns, and traumatic experiences frequently made the difference
between positive versus negative provider-patient relationships and healthcare
experiences. For instance, two participants described frustrating healthcare experiences
in which their physical health concerns were dismissed as solely psychosomatic
consequences of trauma by providers. Feeling disbelieved by providers frustrated
participants and compromised their well-being when it resulted in being unable to
receive appropriate treatments. For instance, one participant who had traveled for
surgery to donate a kidney experienced severe nausea in response to prescribed post-
operative pain medications. She made an appointment with her home-state primary care
provider to obtain anti-nausea medications, but was refused the prescription because the
provider did not have a medical record and would not accept an examination of her

incision or an ultrasound as proof that she had undergone the donation surgery.
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Participants described these experiences as frustrating, inconvenient, and challenging to
their relationships with providers.

Participants also described more distressing experiences in which they perceived
providers did not believe their disclosures of traumatic experiences or minimized or
failed to recognize the significance of those events and their consequences. For instance,
one participant described her experience requesting medical records from a
hospitalization:

I requested these records from a facility...and there was the word “alleged” or

‘allegedly” in front of every trauma I reported [to] the psychiatrist...In his clinical

impression he wrote that he felt like I was blowing things out of proportion to

get the same level of attention that my brother with a disability gets...it was very
clear to me that that words “alleged” and “allegedly” were a clear judgment on me
and my character and what I went through.
This participant reported feeling angry and unable to trust this provider after reading
her medical records, and subsequently changed providers. Another participant
described the emotional strain of feeling disbelieved as a survivor of violence,
particularly within the contexts of helping relationships (e.g. provider-patient):

I would say that it's also very emotionally re-traumatizing because...as a

survivor of violence you have these feelings, 'People don’t believe me.' And then

when you're expressing...something else and they are like, "No, you're lying."

Or, "I don’t believe you” ...it's just an awful feeling. And you're supposed to be
able to trust those people.
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Therefore, feeling that they were not believed by providers often caused disruptions in
care due to conflict, changing providers, or choosing not to disclose concerns or
symptoms. One participant described the escalating and long-term potential effects of
feeling disbelieved:
[What] if that person was to get raped again, they’re like, “‘Well my last doctor
said, you know, I'm fine. So, I guess this is an okay situation.” You know? ...it
could be damaging to their body in the long run because they decided not to
come to a doctor because of what that [first] provider said. It’s like a snowball
effect.
As evidenced by this quote, participants recognized that feeling disbelieved impacted
their subsequent healthcare-seeking behaviors and health and described belief as a

critical element of positive, trusting provider-patient relationships and positive

healthcare experiences.

5.4.4.1 Effects of Larger Social Structures on Being Believed

Participants in this study asserted that providers’” personal beliefs about women
survivors of violence, and subsequently, their behaviors within provider-patient
relationships with survivors, are influenced by the nature of medical practice and by
societal views on gender and violence. For instance, one participant explained her belief
that providers (specifically, physicians) applied an investigative, diagnostic thought

processes to evaluating survivor narratives: “I think there's a healthy degree of
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skepticism [in] medicine. I think to be a doctor you kind of have to be an inquisitive,
want-to-get-to-the-bottom-of-things sort of person. I wonder if that has something to do
with it [belief] too.” Other participants also recognized the effects of current medical
issues, such as the opioid addiction epidemic, on provider’s willingness to believe and
act upon patients’ self-reports of symptoms and concerns:
I know that around certain issues doctors may be more inclined to get burnt out
and not believe an individual because of people misusing medications or angling
for certain medications. So, they come in with a certain skepticism or a certain
idea of “Well this is how it works because I've been burned by so many other
people.”
These perspectives were connected to participants” frustration that providers’ previous
patient experiences influenced their willingness to believe survivors” narratives: “[It’s
difficult] being burdened with [providers’] past experiences with patients lying to them
or maybe even their personal beliefs and having them fall on you.” This participant also
expressed the belief that societal views and current events related to violence against
women influenced survivors and their perceptions of belief:
I think it's harder for survivors of violence to feel believed because there are so
many things happening in the world to tell us that people aren’t going to believe
us. [Celebrity accused of serial sexual assault] just [had a] mistrial and he

admitted to doing it! ...There’s just always a fear...it's almost ingrained in me
daily that I'm worried that people aren't going to believe what I'm saying.
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Another participant added that systemic social views and biases about women play a
role in providers’ perspectives on and trust in survivors’ reports of traumatic
experiences and health concerns:

I think it is sexism, just believing that this is how women are—“Women are

overdramatic,” “Women make up traumatic experiences,” “Women blow things

out of proportion,” “It really wasn’t that bad”...words mean a lot. And if you see

a news article about a sexual assault survivor, they’ll use similar words to

discredit the survivor.

Regardless of what factors influenced providers’ willingness to believe survivors’
narratives on trauma and/or health concerns, participants agreed that being believed
was critical for positive provider-patient relationships and healthcare experiences, as
exemplified in this quote:

What actually made my good healthcare experience stand out was all my bad

ones...What happened in all my bad ones that made them so bad? The

foundation of it was that the doctors didn’t believe me. They didn’t believe the
symptoms I was reporting. Or they didn’t believe what I had gone through. Or
felt like they knew better and that their interpretation of what was going on with
me was more valid and more important than what my interpretation was.
This participant went on to contrast previously difficult healthcare experiences and
relationships with her current primary care provider:

I came in and I had these different problems and I explained, "I really don’t want

to go to specialist X and specialist Y and these are my reasons...and she didn’t

try to argue with me or question my logic or try and insinuate that my logic was
flawed...She just said, "Okay let's figure out a way to make this work”...She
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really just accepted me for who I was and what I was reporting and what my
needs were and found a way to make it work within her system.

Participants emphasized throughout group discussions that feeling believed by
providers contributed to feelings of mutual respect and trust within provider-patient

relationships that they viewed as a foundation for positive healthcare experiences.

5.4.5 The “Universal Inconveniences” of Healthcare More Severely
Impact Survivors of Violence

5.4.5.1 Long Waits and Short Appointments

Even within the contexts of positive provider-patient relationships, participants
still experienced difficulties navigating the healthcare system. Participants identified
and discussed the challenges of navigating complex healthcare systems throughout the
study, and with particular focus during the group process analysis. Participants also
explicitly and implicitly drew connections between trauma exposure and difficulties
with healthcare processes. For instance, they agreed that long waits in agency lobbies
and examination rooms heightened their frustration and anxiety about potentially
triggering or painful procedures: “Any period of waiting is when nerves start getting to
me...[and] it's frustrating when I do all these things to get there on time and it takes
them half an hour after my appointment time to even bring me back.” Long wait times

were particularly challenging when coupled with short appointment times with
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providers. Participants described how feeling rushed during appointments precluded
their abilities to disclose sensitive information and discuss their healthcare concerns; for
instance:

I could hear him going into like, other rooms. So, when he got to my room, I was

like, “Oh my God. I really had a million questions to ask you, but I know you

don’t have that much time” ...I felt pressure to hurry up and just spit it out.
This participant may have missed a valuable opportunity to resolve her concerns in that
healthcare encounter. Short appointment times could further strain provider-
relationships by contributing to participants” perceptions that providers could or would
not take time to understand their individual situations, concerns, and needs:

I've never been to the doctor ever that I can recall...where I felt like they were

taking their time with me...I feel like a drop in this like in this stream of water.

Like there’s nothing special about when I go to the doctor. I don’t feel like there’s

anything special about me in the doctor’s eyes.

Short appointment times also caused stress for participants with regard to
determining plans of care or treatment. They felt that there was rarely adequate time to
ask questions and to come to agreements with providers on next steps for addressing
their health concerns; rather, that they were simply given instructions to follow. The

anxiety inherent to not fully understanding plans of care was also closely related to

feeling overwhelmed by health information. One participant compared feeling confused
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and overwhelmed about how to proceed with a plan of treatment to navigating options

and resources after a traumatic event:
I think especially immediately after trauma, whenever you disclose it to anyone,
especially if you disclose it to multiple people, they’re all giving you different
advice of how to handle it... And you're kind of having to vet through all that
different advice and different messages you're getting to figure out what’s
supposed to work for you...seeking medication or treatment for something,
whether it’s physical or like mental health, [can] get really overwhelming...I
know when I've been overwhelmed sometimes people can be talking to me and I
can’t even like absorb everything they’re saying... all of this can just really
compound that feeling of being overwhelmed and trying to work through really
confusing feelings and really confusing systems.

Inadequate time to process and ask questions about plans of care could be particularly

detrimental for survivors of violence, who may be distressed by an acute traumatic

experience and/or by a triggering or difficult healthcare experience.

5.4.5.2 Complexity in Choosing and Changing Providers

Difficulty navigating plans of care and cultivating mutually trusting, respectful,
and balanced provider-patient relationships was further challenged in the contexts of
complicated healthcare delivery and health insurance systems. All participants
described searching for providers whom they felt were a good fit, but many also
expressed frustration at the ways this process was complicated by provider availability,
insurance coverage, referral procedures, and ineffective communication between

providers. For instance, providers’ busy schedules and/or agency-level policies that

173



rotated provider coverage sometimes meant that participants could not see a preferred
provider. Participants also recognized the potential financial strain of changing
providers or being referred to new providers, especially when navigating insurance
coverage which “adds another layer of confusion to medicine and seeing doctors”. This
was particularly difficult for those who experienced connections between financial
struggles and trauma, as for one participant who had experienced homelessness in early
adulthood:
And then it became this juggle of continually calling my insurance, calling my
provider, calling my insurance again because I was at risk of maxing out my
deductible... And what does that mean for the rest of my treatment providers?
What's covered? What's not covered? And I know money for me is actually a big
trigger.
Participants were also frustrated with feeling “passed around” between specialist,
particularly when “it takes months to get in to see a doctor”. Feeling that making a
timely connection to a referred provider was not prioritized was connected to feeling
that their health concerns were not believed or taken seriously by providers.
Communication between providers via medical records was also a source of
anxiety of participants —they wanted new providers to have access to their records for

the purpose of continuity, but were worried about how they were described by

providers in their records. For instance, one participant described the benefits of sharing
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her medical records between specialist providers: “They each know what they’re
supposed to be doing and...they can each consult each other if needed for my care...it
makes my healthcare experience easier since they know they care verify [everything].”
When records were not effectively shared, participants felt frustrated at needing to
“convince” new or referred providers of their documented health concerns. Further,
participants also expressed anxiety that the ways they were depicted in their medical
records could negatively impact their relationships with new providers. For instance, the
participant whose provider had documented her trauma disclosures as “attention-
seeking” stated:

Records are records, so any psychiatrist or any mental health professional I see

after that, if they request those records they’re gonna see that [“alleged”,

“attention-seeking”] and then be potentially biased by someone else who was

already biased. And it’s like, now I walk in and have this reputation that [feels]

completely uncalled for.
When choosing or being referred to a new provider, participants also expressed worry
about sharing their health concerns:

Especially the first time I'm seeing someone I'm like “this [provider], what are

they going to be like? Are they going to believe what I'm saying? Are they gonna
think that I'm a drug seeker? Are they [just] going to tell me to lose weight?’
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Participants further expressed feelings of anxiety, discouragement, and exhaustion at the
prospect of discussing their trauma histories to new providers and recognized the
impact of these emotions on their healthcare experiences and decisions to disclose:
It’s already such a difficult story to tell, you know? Having to share that with
somebody is already just like, traumatic in itself in some ways. And so, to have to
worry about going to someone who literally is supposed to be there to help you
and make you feel better...to have to worry that they’re not going to believe you
or that they’re not gonna take you seriously, they’re gonna think that it's not as
bad as you say it was...I think it prevents a lot of people from reporting to
healthcare providers, which is unfortunate.
Therefore, as healthcare consumers, participants navigated the “universal” frustrations
inherent to the complex healthcare delivery and insurance systems. However, as
survivors of violence, participants also struggled more intensely with adverse provider
communication, limited provider availability, and short appointment times. Further,
when changing providers, they faced the potentially re-traumatizing experience of
disclosing trauma and the risk of not being believed by a new provider, which carried

significant implications for their provider-patient relationships and healthcare

experiences.
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5.4.6 Survivors Recognize Opportunities for Improving Care

In response to the challenges they experienced navigating healthcare
interactions, participants described numerous opportunities for provider-led changes
that could improve their healthcare experiences:

e “Slow down”

e “Benicer

e “Do alot of listening, as opposed to doing all the talking”

e “[Be] thorough and patient”

e “Fully explain everything”

e “[Explain] things in terms that [we] can understand”

e “Be willing to answer questions”

e “[Review] multiple, different treatment options”

e “[Coordinate] care with other doctors”
These changes to practice and provider-patient interactions reflected participants’
consistent desires for compassionate interactions, balanced power dynamics, and shared
healthcare decision-making. Provider-led strategies for ensuring patient understanding
and comfort throughout examinations and procedures were demonstrably beneficial to

participants: “I do have much less anxiety going into my exams now because I've been
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with that doctor for so long and I know that he like purposefully takes time [to ask] ‘Is
this okay? Does this hurt’” This participant related her positive experiences with her
current provider to the providers” knowledge of trauma and trauma-informed care.
Participants also described the importance of providers compassionately
screening for trauma exposure and integrating this information into their delivery of
care:
Even something as simple as [a checkbox on a form], like, “Are you a survivor of
physical, emotional, or sexual abuse?” Check. Okay. Done. Like, you don’t need
to disclose anything. You just know you’ve been through something and now
they can be aware.
Another participant added that “Having the doctor have a conversation with the nurse
so that you don’t have to—basically, pass on the information instead of us repeating it”
would beneficially distribute the burden of disclosure. Similarly, participants
acknowledged that discussing trauma and other health concerns with providers could
be intimidating, and valued when providers and agencies made diverse forms of
communication possible:
I am a very emotional person and it's difficult for me sometimes to communicate
with a doctor and express everything that I need to express in person. And
thankfully, a lot of my doctors have the option to like, talk to a nurse over the
phone or write an email to providers like through some of the hospital systems.
And so that has been super helpful for me when I don’t feel like my concerns

have been heard or if I have questions and was just feeling too emotional to ask
them in person.
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Overall, providers” understandings of violence, trauma, and trauma-informed care were
identified as an important element of positive healthcare experiences:

I know some of the things I've experienced going to medical appointments and
receiving medical care have almost been like re-traumatizing, or a different layer
of trauma. And...providers having awareness of that [trauma] I think would be
super helpful. Like, knowing that if you don’t ask these questions about a trauma
history or if you rush through something or just don’t believe a person, you run
the risk of re-traumatizing somebody who already came in in a really vulnerable
position.

Participants recognized that even small changes to practice could require larger
shifts in provider-patient interactions, provider education, and the healthcare system.
One healthcare improvement strategy that participants seemed particularly excited to
discuss was the idea of mutual agreement between providers and patients on the terms
of their relationships, as described by one participant:

Wouldn't it be great if we had like group agreements with doctors?...Like
wouldn’t it be great if my doctor didn’t interrupt me? If we took turns. If he
would be respectful of the things I said and believe what I was saying to be true.
Wouldn’t it be nice if they had some sort of behavioral agreement?...If you start
out collaboratively, where the doctor comes in and is like, “Hey, I wanna set the
tone for this meeting. What can we agree on that needs to be talked about and
accomplished?” Then you're not putting it on the doctor to know everything and
you're not putting it on the client to have to speak up. It’s in both their hands to
come to a good meeting.

Participants agreed that this simple strategy for balancing provider-patient relationships

and opening communication from the beginning could be an effective way to initiate
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more complex improvements to healthcare for survivors and to compliment survivor-

led strategies for improving healthcare experiences.

5.4.7 Survivors Self-Advocate for Positive Healthcare Experiences
5.4.7.1 Choosing Providers

Participants described many measures they take to achieve better healthcare
experiences, including: carefully choosing providers; preparing for appointments and
performing self-care; keeping and sharing records; and, doing research and questioning
providers. Choosing which provider to see was a primary way that participants
exercised agency and self-advocacy in their healthcare engagements. Participants
recognized that finding “the right” provider required both persistence and self-
knowledge: “I think you just shop around ‘till you find a doctor that fits...I enjoy having
a female doctor... [but it's a matter of] finding somebody that you're comfortable with
and who has a good bedside manner.” One participant reported using referrals from
friends to research and choose providers: “I think some of it is word of mouth. I found
out about my current primary care provider through a friend who was like, ‘Oh yeah,
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they're good...They’ll take the time.”” Participants also expressed desires to be able to
choose providers based on their knowledge of trauma and trauma-informed care:

“We've talked about concerns about education and if doctors are trained in mental
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health and ...If a doctor had [expertise in trauma], I would be so impressed, like “Yes,
please put me with that doctor!””

Forming a positive relationship with their provider sometimes required
participants leaving a provider-patient relationship that they did not feel was a good fit,
and this decision was often difficult:

Do I attempt to say something to them about this in hopes that maybe
they can improve their practice? Or do I just say “to hell with it" and try
and just move on to another doctor?...It’s hard deciding, do I want to say
something to this doctor and try to work through this relationship? Or do
I just want to move on and find a new doctor altogether?
Another participant chose to change providers after difficult healthcare experiences, but
felt that doing so sometimes impacted subsequent provider-patient relationships:
It's kind of another double-edged sword, like I have faith in myself and
my story enough to know what’s gonna be helpful for me and my
treatment and then that gets used against me like, “How dare you go
through these different people to find somebody that is a good fit for you
and what your treatment needs are?”

For this participant, the benefits of finding a provider who took her concerns and
healthcare desires outweighed the potential negative consequences of potential negative
judgment by future providers. Regardless of the strategies participants used to choose

providers, finding a provider who felt like a good fit was a critical first step to achieving

positive healthcare experiences.
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5.4.7.2 Preparing for Appointments and Performing Self-Care

Preparation for appointments generally fell into the categories of generating
emotional comfort or planning communication with providers. Participants reported
listening to relaxing music en route to appointments, having a “nice cry...if I'm really
anxious about going to see a doctor...or exercising...[to] get some of that tension out.”
Another participant added that she performed breathing exercises, watched a
meditation video, and brought a stuffed animal as comfort measures before an
appointment. This participant also described planning “small talk” with her provider to
mitigate her anxiety related to examinations and procedures:

I come already with things in my mind that I want to talk about so that I'm not

thinking about what is going on with the exam or that I'm not as nervous.

Whether it be like the weather or sports, I have something in my mind, like,

‘Okay I'm going to talk about this.’

Another participant added that having information on health concerns prepared was
beneficial for appointments:

Writing things down is a big help because if you're experiencing multiple

symptoms over the course of time it’s easier, I think to reiterate those things to a

doctor than to try to remember a list in your head. And especially when you're

upset with something maybe that they said or did.

Mentally and emotionally preparing for appointments and for communication with

providers was a tactic for navigating potential distress within the healthcare
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appointment. Participants also performed self-care measures during and after healthcare
appointments. During appointments, participants described comforting themselves
through distressing examinations and procedures by bringing a support person, texting
friends, or mentally planning the rest of their day. After appointments, participants
reported that they used showering or bathing, resting, eating nutritious food, and
reviewing health information to “process through” the healthcare appointment and to

regain emotional ease.

5.4.7.3 Maintaining and Sharing Medical Records

Preparing for appointments was also closely tied to the healthcare strategy of
maintaining personal medical records, with the goal that communicated health concerns
would be clear, taken seriously, and acted upon by providers, as described in this
narrative:

I get really bad headaches, and so I started like a headache...journal. Every time I

got a headache I would write down the date and what time my headache started,

what time it ended, where was I feeling the pain, and like how long it lasted and

all of that...It's exhausting, but...I think it felt good for me too, that I felt like I

was advocating for myself... because they kept switching my medications, and

nothing was really working and I needed them to understand the severity of
what was going on.

Another participant explicitly identified maintaining and sharing records with providers

as a tactic for ensuring that her health concerns were believed:
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That’s one of the biggest things for me, when I'm going to see a new doctor I
bring [records]. I mean with hospital, it’s nice because they have access to
everything. But, like everything that happened with me before wouldn’t be in
hospital’s system. And so, I have paper copies of all of that that I bring in when I
see a new doctor just so that I can be like, “Look! Proof!”

Participants expressed some resentment at “[feeling] like [they are] trying to like

convince healthcare providers of things,” but recognized that maintaining and sharing

medical records gave them some agency in feeling believed.

5.4.7.4 Researching Health Concerns and Questioning Providers

Another healthcare strategy participants engaged before, during, and after
appointments was working to obtain as much information about their health concerns as
possible, mostly through Internet searches. One participant described doing this
research as a way to mitigate the confusion she felt as the result of inadequate time to
ask questions and gain understanding during appointments:

If they put me on a new medicine...then I go home and I'm like ‘Oh, let’s see

what the side effects of this are and let’s see why they think that’s the best or

what other people have experienced’...[just] to better educate myself on any
treatment plan that I have...because [providers] are rushed...most of them have
explained why they’re doing things, but maybe haven’t gone into all the
details... I don’t often get all of that information in a 15-minute appointment.
Participants also viewed researching their health concerns and treatment options as a

tactic to ensure they received the best possible care: “[It's] another example of something

that you really need to like, advocate for yourself...Even if your doctor has your best
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interest at heart it’s still important for you to make sure that you're...doing what’s best
for you.”

During appointments, participants described questioning providers as a difficult
but necessary strategy to ensure mutual understanding and their ability to make
informed healthcare decisions: “I ask a lot of questions for clarification. I don’t feel like a
healthcare provider is...understanding where I'm coming from or getting things from
my perspective.” This participant also described asking questions as a communication
strategy to “give [her] some time to process through what [she’s] going to say next while
they [the provider] are responding”. Participants re-emphasized the importance of
feeling believed and trusted by providers with regard to feeling empowered to ask
questions, and recognized the importance of provider-patient relationships that allowed
for collaborative discussion:

[Feeling believed] makes me feel better about my treatment and like, if there is

something else going on as a result of a medicine that I'm on or as a result of a

procedure or something. It makes me feel like I can go back to that person with

follow-up questions. So, I feel like I am probably a healthier person if I feel like
my provider believes me and trusts me, because I am more willing to follow up

and ask questions and get their advice and their opinion and go see them if
something is still wrong, rather than kind of Google it and figure it out myself.
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Participants recognized that questioning providers could risk generating conflict or
exacerbate imbalanced power dynamics in provider-patient relationships, but
emphasized the importance of questioning as a form of self-advocacy:
I'm to the point where I don’t care if they view me as difficult...there's a fine line
between advocating for yourself and being difficult. I think it just comes with a
certain level of assertiveness and also just like, knowing your worth...for me,
advocating for myself is not me being confrontational...I know my worth and I
know what I need.
Feeling empowered to question providers” diagnoses and advice was also viewed by

participants as a signifier of personal growth and healing from the traumatic experiences

that had compromised their senses of identity and self-worth.

5.5 Discussion

Participants in this study reported multiple traumatic life events (range = 8 — 16),
but discussions focused on the ways in which interpersonal violence affected their
healthcare experiences, needs, and strategies. Participants discussed their multifaceted
vulnerabilities in healthcare settings, with regard to past trauma, triggering or re-
traumatizing healthcare experiences, the inability to effectively process medical
information, and imbalanced power dynamics in provider-patient relationships.
Participants consistently expressed and agreed that providers believing their symptom:s,

health concerns, and traumatic experiences frequently made the difference between
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positive versus negative provider-patient relationships and healthcare experiences. As
healthcare consumers, participants navigated the “universal” frustrations inherent to the
complex healthcare delivery and insurance systems. However, as survivors of violence,
participants also struggled more intensely with adverse provider communication,
limited provider availability, short appointment times, and forming and maintaining
provider-patient relationships. In response to the challenges they experienced
navigating healthcare interactions, participants described numerous opportunities for
provider-, agency-, and system-level changes that could improve their healthcare
experiences as well survivor/patient-led measures they take to achieve better healthcare

experiences.

5.5.1 Alignment with Previous Research Findings and Novel
Contributions

Findings from this study are well aligned with those of previous research. For
instance, recent publications affirm findings from this study that elements of routine
care can recall traumatic memories and cause distress (Reeves & Humphreys, 2017;
Williams & Williams, 2013). Findings from this study are also aligned with previous
research highlighting the detrimental effects of provider judgment on provider-patient
relationships (Joyner & Mash, 2014) and feelings of intimidation faced by survivors in

healthcare settings (Ravi, Pfeiffer, Rosner, & Shea, 2017). Previous research with
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survivors of childhood sexual abuse also affirms the difficulty survivors face in
cultivating trusting relationships (Sperlich, Seng, Li, Taylor, & Bradbury-Jones, 2017). To
form beneficial provider-patient relationships, previous research also emphasizes the
importance of respectful communication (Mork et al., 2014) and addressing imbalanced
power dynamics (Gesink & Nattel, 2015), as described by participants in the current
study. Previous research has also described how provider—patient relationships (Bell &
Seng, 2013) and provider mannerisms and behaviors (Reeves & Humphreys, 2017) can
either mitigate or exacerbate the effects of trauma on healthcare experiences. These
findings are aligned with the emphasis placed on positive provider-patient relationships
and shared healthcare decision-making by participants in this study. Additionally, a
previous study conducted with survivors of gender-based violence affirms survivors’
sensitivity to the “universal inconveniences” of healthcare delivery (e.g. long waits, lack
of continuity in care, conflicting or inaccurate medical information, and confusion about
plans of care; Lewis-O'Connor & Chadwick, 2015). Findings from this study are also
aligned with previously documented elements of trauma-informed care, including;
asking for patients’ consent before and during examinations or procedures, giving
patients anticipatory guidance on what to sensations to expect (Greenbaum, 2014; Raja et

al., 2014), and giving patients as much control and choice as possible in healthcare
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(Gesink & Nattel, 2015; Greenbaum, 2014; Montgomery, 2013; Reeves & Humphreys,
2017; Walker & Allan, 2014).

Findings from this study are also alighed with those from the authors’ previous
interview studies on this topic with regard to survivor strategies for navigating
healthcare, including: choosing a provider, preparing for appointments, questioning
providers, and performing self-care (Reeves & Humphreys, 2017). However, the current
study also reports novel healthcare strategies described by participants: researching
health concerns, maintaining health information, and sharing medical records. With the
exception of one previous study on disclosure of rape-related pregnancy in abortion care
settings, participant discussions on the importance of being believed by providers are a
unique contribution of this study to the literature on trauma-informed care. Perry (2015)
found that “the most meaningful opportunity emphasized by patients was being
believed and feeling that providers cared about their well-being after a traumatic event”
(p- 473). Their study also found that providers in abortion care settings chose to believe
disclosures of rape, rather than question them as manipulations used by patients to
obtain funding for abortion services (Perry, Murphy, Haider, & Harwood, 2015). These
findings are directly aligned with findings from the current study that being believed

was crucial for positive healthcare experiences, and that participants felt that providers
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should believe disclosures of trauma without questioning or judgment. Findings from
this study with regard to the importance of belief by providers in other care settings, the
importance of belief with regard to both trauma disclosure and self-reported health
concerns, and survivors’ perceptions of how and why providers may be unwilling to

believe disclosures are unique contributions to the literature.

5.5.2 Limitations and Strengths

This study is limited by sample homogeneity with regard to geographic location,
but strengthened by sample diversity with regard to race and ethnicity, socioeconomic
status, and trauma exposure. Findings may have been limited by the nature of the
questions asked —for instance, “what makes receiving healthcare difficult?”. Although
the study sample of six participants limits generalizability, this sample size supported
the development of trusting researcher-participant and participant-participant
relationships. Therefore, discussions became more illustrative and nuanced throughout
the course of the study, as participants become more comfortable with the researchers
and with each other. This study is also strengthened by the use of participatory research
methods that supported collaborative data creation and analysis. The participatory
approach of this study helped to ensure that researcher-participant dynamics were more

equitable, resulting in more open and candid discussions. Further, participatory research
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is oriented towards influencing policy- and decision-makers and improving the
communities and lives of participants (Wang, 1999). To this end, the collaborative use of
process analysis in this study was a particular strength with regard to generating
concrete implications for survivor and provider engagement in healthcare improvement.
The use of participatory methods in this study may facilitate survivor, provider and
researcher collaboration with the potential to “fast-track” improvements to healthcare

for survivors of violence.

5.5.3 Implications for Practice and Future Research

Participants in this study emphasized the need for compassionate trauma history
screening, and their reported trauma histories point to the need for comprehensive
trauma history screening that includes a diversity of traumatic life events. Current
federal guidance on screening and counseling women for sexual violence and IPV
(Centers for Medicare and Medicaid Services, 2014), does not make provisions for
assessing patient history of nonviolent traumatic life experiences. However, these
nonviolent events affect participants” health, health behaviors, and healthcare
experiences—as evidenced, for example, by the participant in this study who described
the connections between the financial struggle of homelessness and navigating

insurance coverage. In addition to the importance of caring trauma history screening
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and appropriate provider responses documented in previous research (Reeves &
Humphreys, 2017), findings from the current study also highlight the crucial role of
belief and trust in provider-patient relationships and positive healthcare experiences.
Participants in this study consistently emphasized their need to feel believed by
providers with regard to trauma history and self-reported health concerns. Provider
training on how to deal with personal biases regarding violence against women, how to
appropriately respond to trauma history disclosure, and how to reassure survivors that
their disclosures are believed are important additions to existing provider education on
trauma screening. Further research on provider responses to patient disclosures and on
trust in provider-patient relationships is necessary to enhance understanding and to
establish best practices.

Participants in this study characterized provider awareness violence, trauma,
and trauma-informed care as a critical component of medical education and practical
knowledge. Participants valued providers’ specialized medical knowledge, but also
wanted providers to value their self-knowledge, particularly with regard to diagnosis
and planning care. Maximizing patient autonomy and balancing power dynamics have
been established as core tenets of trauma-informed care (Reeves, 2015). Additionally,

providers should be accountable for hearing, validating, and integrating survivors’ self-
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knowledge in collaborative healthcare decision-making and should support the
cultivation of survivors’” self-knowledge by making medical records and information
easily understandable and accessible. Participants also emphasized that providers
should take care with how they describe patients and their health concerns in medical
records to protect trust in provider-patient relationships. Based on findings from this
study, trauma-informed training for providers and trauma-informed practices should
emphasize: expressing belief in survivors” disclosures of trauma and/or health concerns;
valuing survivors’ past experiences and self-knowledge; cultivating trusting provider-
patient relationships; and sharing healthcare decision-making. Future research should
evaluate such training programs and subsequent healthcare interactions from provider
and patient perspectives.

In response to acknowledged healthcare system challenges, participants
described several survivor-led strategies for self-advocacy and provider-, agency-, and
healthcare system-level opportunities for improving healthcare for survivors. These
findings supplement those of the previous interview study (Reeves & Humphreys, 2017)
as a unique contribution of this to the literature and are aligned previous research on
patient engagement (Greene & Hibbard, 2012; Hibbard & Greene, 2013; Sacks et al.,

2014). Future research should continue to explore patient engagement among survivors,
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working toward the assessment of interventions aimed at increasing and supporting
survivors’ active engagement in care. One of the most passionately discussed ideas for
healthcare improvement among participants in this study was the creation and use of
mutual agreements for provider-patient relationships—for instance, to listen; to be
accountable for mistakes or lack of knowledge; to openly share helpful information; and
to set mutual goals for healthcare interactions. Participants expressed that starting
healthcare interactions “on the same page” with a mutual understanding of both
providers” and patients’ roles and goals would be beneficial for both parties and ensure
that patients’ concerns were addressed. Using data from this study and further
qualitative exploration of survivors” healthcare desires, future research could, for
example, generate this document as a printed patient resource for survivors of violence,
and assess its impact on healthcare experiences.

Finally, findings from this study highlight imbalances in power dynamics and
lack of mutual belief and trust as the most significant challenges to positive provider-
patient relationships and healthcare experiences. Regardless of study focus, future
research with survivors of violence should continue to work against imbalanced power
dynamics—both in provider—patient and in researcher—participant relationships (Reeves

& Humphreys, 2017). Community-based participatory research methods (Israel, Schulz,
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Parker, & Becker, 1998) present a contrast to the intense breeches of trust and autonomy
and the isolation experienced by survivors of interpersonal violence (Herman, 1992).
Participants in this study described their participation as an opportunity to feel more
involved in the community of survivors: “Even though we were contributing to research
and we were talking about our experiences I felt like we had developed like, some sort
of sense of community.” They also valued the use of Photovoice methods as a way to
exercise creativity and more comfortable broach difficult topics: “I thought that taking
pictures and having the pictures be symbols of something that you've gone through was
a very interesting way to go about finding out about people who have been affected by
violence.” In light of established knowledge on trauma and survivorship and the
positive experiences of participants in this study, the population of survivors are more
likely to experience harm from imbalanced research power dynamics and conversely, to

experience benefit from empowering, participatory research experiences.

5.6 Conclusions

Findings from this study illustrate the capacity of survivors for collaboration,
active engagement, and self-advocacy for improved healthcare experiences. The
common themes identified from participant narratives provide valuable insights for

practice and healthcare delivery and for future research that integrates patient

195



engagement and trauma-informed care. Participants in this study experienced multiple
traumatic life experiences and described the impacts of trauma on health, provider-
patient relationships, and healthcare experiences. They emphasized the importance of
mutual trust in provider-patient relationships and feeling assured that providers
believed their disclosures and valued their self-knowledge. As a supplement to the
previous interview study in which participants focused on personal behaviors and
challenges in healthcare (Reeves & Humphreys, 2017), participants in the current study
“evoked a discourse of collective identity” as survivors of violence (Pollack, 2003, p. 468)
to discuss their healthcare experiences and strategies within the complex contexts of
healthcare delivery systems and systemic social views on violence against women.
Future research should continue using participatory research methods to explore to
assess the efficacy of provider training on trauma-informed care, survivor education on
healthcare systems and interactions, and enhanced patient engagement on survivors’
healthcare experiences. Broadening understanding on belief, trust and power dynamics
in provider-patient relationships could highlight opportunities for survivors and
providers to collaborate for the implementation of trauma-informed care and hasten

progress towards improved care that effectively meets survivors’ needs.
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6. Conclusions

People who have experienced traumatic life events are at risk for an array of
negative health consequences (Anda et al., 2009; J. C. Campbell, 2002; Handley et al.,
2015; Lopez-Martinez et al., 2016) and may be inadvertently distressed or re-traumatized
during healthcare experiences. Furthermore, health conditions associated with traumatic
life events are often those that benefit from early and regular attention from a healthcare
provider. Yet, for many trauma-exposed women, seeking out and receiving healthcare is
associated with physical and psychological intrusions that are linked to traumatic
experiences. Implementing trauma-informed care is an effective way to improve
survivors’ healthcare experiences. However, implementing these changes to practice is
often made difficult by the current prevailing characteristics of patient-provider
relationships and the U.S. healthcare system that restrict the increased time, attention,
and resources necessary to effectively deliver trauma-informed care (Havig, 2008).
Furthermore, relying on providers to change practice is a disempowering position for
survivors; developing understanding of survivors” healthcare needs and supporting
their self-advocacy within healthcare interactions and the healthcare system is a more

efficient, effective and empowering solution to attaining widespread trauma-informed
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care. This dissertation addressed knowledge deficits with regard to survivors” healthcare
experiences, needs, and strategies.

These research aims were addressed in this dissertation through three data-based
chapters and one synthesis of literature:

(1) to describe and compare lifetime trauma exposure among community-based
women from diverse locations and backgrounds;

(2) to examine existing trauma-informed care practices for survivors of physical and
sexual violence; and

(3) to describe the healthcare experiences of female survivors of physical and sexual
violence and their strategies for navigating difficult healthcare experiences and
for interacting with healthcare providers and the healthcare system.

In Chapter Two, I described the pervasive nature of trauma in the lives of
women, and presented a foundational understanding of lifetime trauma exposure. The
purpose of this descriptive, correlational study was to describe and compare trauma
exposure prevalence and type in community-based samples of women in the United
States, Colombia, and Hong Kong. Over 99% of women in the total sample reported at
least one traumatic life event. The mean number of traumatic life events per participant

was seven, with a range of zero to 24. Although there was consistency in the most
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commonly reported trauma exposures across locations, the rates of specific events often
differed. Historical, political, geographic, and cultural factors may explain differences in
trauma exposure among women in the four locations studied. (Reeves et al., 2017, p.
286) This chapter laid groundwork for exploring the effects of an array of traumatic
events on women’s health and healthcare experiences, needs, and behaviors.

In Chapter Three, I presented a synthesis of the literature on trauma-informed
care for survivors of physical and sexual abuse. The purpose of this synthesis of the
literature was to examine existing research on trauma-informed care for survivors of
physical and sexual abuse. The following themes were identified: trauma screening and
patient disclosure, provider-patient relationships, minimizing distress and maximizing
autonomy, multidisciplinary collaboration and referrals, and trauma-informed care in
diverse settings. This synthesis also explored implications for trauma-informed care
research, practice and policy and the themes identified could be used as a framework for
creating provider and survivor educational interventions and implementing trauma-
informed care across disciplines. (Reeves, 2015) This chapter provided a foundational
understanding of provider-led trauma-informed care practices from which to build
knowledge on survivor-led engagement and strategies for navigating healthcare

interactions and the healthcare system.
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In Chapter Four, I presented findings from an interview study that was
conducted to develop knowledge on survivors” healthcare experiences and strategies
and to assess the feasibility of recruitment strategies and a community-based
participatory approach. Fourteen participants completed a demographic questionnaire
and one semi-structured interview focused on their exposure to violence, healthcare
experiences and strategies for navigating healthcare. Participants in this study reported
a variety of traumatic life experiences, ranging from childhood sexual abuse and
intimate partner violence to severe car accidents. Experiencing a multiplicity of trauma
sometimes complicated participants' later healthcare experiences. Although participants
described ways in which providers helped them attain positive care experiences, they
also acknowledged that limitations of the healthcare system could make trauma-
informed practices difficult to implement. Participants described strategies they use to
prepare for, navigate and recover after healthcare encounters including selecting
providers, bringing support persons to appointments and engaging in relaxing activities
after appointments. (Reeves & Humphreys, 2017) This chapter provided foundational
understanding of the importance of trusting and balanced provider-patient relationships

and of the ways survivors navigate healthcare experiences.
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In Chapter Five, I present results from a participatory Photovoice study,
including analysis of photographic, process analysis and qualitative data on survivors’
healthcare experiences, needs, and strategies. Participants discussed their multifaceted
vulnerabilities in medical settings, with regard to past trauma, triggering or re-
traumatizing healthcare experiences, the inability to effectively process medical
information, and imbalanced power dynamics in provider-patient relationships.
Participants consistently expressed and agreed that providers believing their symptom:s,
health concerns, and traumatic experiences frequently made the difference between
positive versus negative provider-patient relationships and healthcare experiences. As
healthcare consumers, participants navigated the “universal” frustrations inherent to the
complex healthcare delivery and insurance systems. However, as survivors of violence,
participants also struggled more intensely with adverse provider communication,
limited provider availability, short appointment times, and forming and maintaining
provider-patient relationships. In response to the challenges they experienced
navigating healthcare interactions, participants described numerous opportunities for
provider-, agency-, and system-level changes that could improve their healthcare
experiences as well survivor/patient-led measures they take to achieve better healthcare

experiences. This chapter supplemented and integrated the previous chapters by using
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participant narratives to contextualize the effects of trauma on healthcare and survivors’
healthcare experiences and strategies within the larger dissertation focus on trauma-

informed care within the current healthcare delivery system.

6.1 Implications for Nursing Education and Practice

Findings from this dissertation indicate that trauma and its effects are pervasive
in the lives of women across diverse locations. Nurses are more likely to encounter
women who have experienced traumatic events than not, but many of the traumatic life
events most commonly reported are not among the events routinely assessed in
healthcare. Including more open questions about trauma exposure beyond IPV or sexual
violence could benefit women by giving them opportunities to discuss significant life
events and by enabling nurses to tailor counseling and resource referrals. Broadening
screening questions can also help nurses assess the intertwined effects of multiple
traumatic life events, and the enhanced needs of women who experience them. (Reeves
et al., 2017) Findings from this dissertation also indicate that compassionate trauma
history screening is especially important for facilitating patient disclosure of trauma
exposure and of individual needs and concerns for the healthcare encounter (Reeves &
Humphreys, 2017). Training on how to deal with personal biases regarding violence

against women, how to appropriately respond to trauma history disclosure, and how to
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reassure survivors that their disclosures are believed are important additions to existing
nursing education on trauma screening and care delivery.

When providing care for survivors of violence, nurses should recognize that their
own trauma histories, as well as secondary traumatization, are significant potential
barriers to providing trauma-informed care (Reeves, 2015). To implement trauma-
informed care, nurses must understand the incidence and impact of traumatic life
events, perform compassionate trauma screening, build positive nurse-patient
relationships, minimize patient distress and maximize patient autonomy, and utilize
multi-disciplinary collaboration and referrals (Reeves, 2015). Nurses should be
accountable for hearing, validating, and integrating survivors’ self-knowledge in
collaborative healthcare decision-making and should support the cultivation of
survivors’ self-knowledge by making medical records and information easily
understandable and accessible. Nurses should also take responsibility for opening
discussion on the patient’s healthcare needs and more importantly, should emphasize a
collaborative, patient-engaged process for addressing them. Trusting and mutually
respectful relationships with providers mitigated difficult encounters and contributed to

positive healthcare experiences. (Reeves & Humphreys, 2017)
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Both national healthcare policy change and a paradigm shift within the
healthcare community may be necessary for the broad implementation of trauma-
informed care. Nurses should advocate for policies that recognize the unique needs of
trauma survivors and devote additional resources to caring for these patients. As the
primary providers of direct patient care across diverse scopes and practice settings
(American Association of College Nurses, 2011), nurses are in a uniquely powerful
position to directly implement the trauma-informed care practices mentioned in this
dissertation and to advocate for organizational and public policies that support trauma-
informed care. Additionally, as the largest group of healthcare workers (American
Association of College Nurses, 2011), nurses can act as leaders in the larger healthcare
context to shift from a narrow to holistic view of patients that integrates survivors’
histories, current health status, and unique psychosocial characteristics, needs, and

coping mechanisms. (Reeves, 2015)

6.2 Implications for Future Nursing Research

Future research on trauma exposure among women should continue to use
validated instruments among diverse samples to generate further knowledge on how
trauma exposure varies across location, culture, and geography. Future research can also

use longitudinal, qualitative and intervention methods to more effectively understand
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the multilevel, short- and long-term effects of trauma in women’s lives. (Reeves et al.,
2017) To continue understanding and improving survivors” healthcare experiences,
research should assess the efficacy of trauma-informed interventions and to changes to
practice. Further research on trauma screening practices that also evaluates provider
responses to disclosure (Reeves & Humphreys, 2017) and trust in provider-patient
relationships is necessary to enhance understanding and to establish best practices.
Research on trauma-informed interventions could examine survivors’ responses to
provider-led interventions, such as using non-latex gloves or changing body positioning
during examinations and procedures (Reeves, 2015).

Future research should assess the efficacy of a standardized, evidence-based
trauma-informed training programs, explore providers’ perceptions of training and
beliefs about its impact on practice, and assess the impact of this training on survivors’
experiences and perceptions of healthcare. However, the implementation of universal
trauma-informed care might not be feasible or might be severely limited within the
current biomedical model and US delivery system. In response to acknowledged
healthcare system limitations, this dissertation identified several ways survivors prepare
for, cope with and care for themselves after difficult healthcare experiences; these

findings are a unique contribution of this dissertation to the literature. Participants who

205



described engaged healthcare behaviors (e.g., asking providers for help, changing
providers and/or postponing/refusing procedures) related those behaviors to improved
healthcare experiences. Future research should further explore patient engagement
among survivors, and then use these data as a foundation for creating interventions
aimed at increasing and supporting survivors’ engagement in care. Interventions that
support survivors’ autonomy and comfort before, during and after healthcare
experiences can supplement provider-led trauma-informed practices. (Reeves &
Humphreys, 2017)

Because trauma-informed care is patient-centered care, it is also important to
understand how trauma occurs within the context of culture, and how culture affects the
ways in which meaning is attributed to trauma. Culture affects trauma symptoms,
healthcare experiences and, subsequently, the provision of trauma-informed care. Future
research also should explore relationships between other demographic factors, such as
race, socioeconomic status, and education level and the healthcare experiences of trauma
survivors. Considering these demographic factors and the disparities in health and
trauma exposure often associated with them is important for researching trauma-
informed care and understanding how trauma intersects with other social determinants

of health. (Reeves, 2015)
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Finally, findings from this dissertation highlight imbalances in power dynamics
and lack of mutual belief and trust as the most significant challenges to positive
provider-patient relationships and healthcare experiences. Regardless of study focus,
future research with survivors of violence should continue to work against imbalanced
power dynamics—both in provider—patient and in researcher—participant relationships
(Reeves & Humphreys, 2017). In light of established knowledge on trauma and
survivorship and the positive experiences of participants in this study, the population of
survivors are more likely to experience harm from imbalanced research power dynamics
and conversely, to experience benefit from empowering, participatory research

experiences.
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Appendix A

Figure 8: How a Provider Has Made You Feel

Photographer quote: “When water runs it moves very fast...And there’s nothing special
about any certain part of the water. It’s just all kind of running together...I've never
been to the doctor ever that I can recall...where I felt like they were taking their time
with me...And the reason I wanted to do the faucet with the water running the that way
is because it's moving very fast and there’s a lot of water. ButI feel like a drop in this
like in this stream of water. Like there’s nothing special about when I go to the doctor. I

don’t feel like there’s anything special about me in the doctor’s eyes.”

208



Figure 9: Difficult Healthcare Experiences and Painful Past Experiences

Photographer quote: “I chose to take a picture of this because I think whenever I go for
my annual exam when I have to get [a] PAP smear, it’s just a very difficult experience
for me and it brings up not only experiences related to sex but just also past trauma...I
wanted to take the picture on a white background because when I go for my exams this
is all that I see...They tell you to—well they give you the gown—and they say ‘Get
undressed from...the waist down’...And they say ‘Put this over your lap.”...This is a

pretty difficult health experience that I think is difficult for me every single time.”
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Figure 10: Something a Provider has Said to You

Photographer Quote: “My inspiration [was]--there’s actually a thing called...’black out
poetry” where people print out news articles and stuff and then they’ll black out all the
words they don’t want just to highlight the words they want...[This] is just a focus on
the one word...to bring attention to it as it was brought to my attention in a meeting
with a provider...I had done a request of my records during a hospitalization stay...and
there was the word “alleged” or “allegedly’ in front of every trauma I reported [to] the
psychiatrist...in his clinical impression he wrote that he felt like I was blowing things

out of proportion.”
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Figure 11: Treatments and Medications

Photographer Quote: “I guess I took this picture because of the warning and the fine

print. Sometimes it feels like when you take a medication to help yourself there are more

side effects and more like warnings and...It’s terrifying. Like, ‘Here, you stubbed your

toe, take this. But it could cause suicide!” (some laugh) ...and I think that in terms of my

treatment, doctors have encouraged me to find like natural ways to treat things instead

of taking medication, which I think is a good thing. But they don’t really know a whole

lot about that, often. And trying figure it out on my own is difficult.”
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Figure 12: Something that has Helped or Made Healthcare Better

Photographer Quote: ““So in terms of something that has helped or made a healthcare
experience better, I thought of my experiences in general, and what has made healthcare
experiences more positive on a whole has been belief...Going into a doctor's office and

knowing that I am being believed and taken straightforward and being respected.”
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