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ABSTRACT 

JACQUELINE B. BROADWAY-DUREN 

THE LIVED EXPERIENCES OF WOMEN DURING THEIR JOURNEY TO 
DIAGNOSIS OF SYSTEMIC LUPUS ERYTHEMATOSUS 

 
DECEMBER 2020 

 Systemic lupus erythematosus (SLE) is an autoimmune disease that primarily 

affects women during the third or fourth decade of life. The multisystemic nature of the 

disease is associated with highly variable onset. The purpose of this descriptive 

phenomenological study is to explore the meanings of the participant’s life experiences, 

their perceived challenges of delayed diagnosis, and the influence on their health 

outcomes. The results of the study are intended to inform health care providers of the 

challenges encountered by patients while seeking a diagnosis of SLE.  

It is estimated that SLE affects nearly 1.5 million persons in the United States 

(US) and three to four times more prevalent in African American females than Caucasian 

females. Historically, in the US SLE patients had poor outcomes and significant 

morbidity and mortality. It is theorized that delayed diagnosis of SLE is associated with 

insufficient health care provider knowledge of clinical manifestations and diagnostic 

criteria. The study explored the patient's perspective on the challenges faced while 

seeking a diagnosis. 
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Study participants were recruited from the Houston Chapter of the National Lupus 

Foundation and the local faith community throughout metropolitan Houston, Texas. 

Purposive sampling was used to recruit participants who met the inclusion criteria 

including women age 18 years or older, a confirmed diagnosis of SLE, and English 

speaking and reading.  

Data were collected through 1-hour semi-structured audio-recorded via Zoom, 

FaceTime, or phone interviews and a demographic data questionnaire. The framework of 

Lincoln and Guba (1985) addresses trustworthiness and was used to ensure credibility, 

dependability, transferability, and confirmability. Data analysis will be on-going and 

guided by Colaizzi’s (1978) method of analysis. The steps of Colaizzi's method include 

(1) familiarization, (2) identifying significant statements, (3) formulating meanings, (4) 

clustering themes, (5) developing an exhaustive description, (6) producing the 

fundamental structure, and (7) seeking verification of the fundamental structure. 

 

 

 

 

 

 

 

v 



 
 

TABLE OF CONTENTS 

 Page 

DEDICATIION  ........................................................................................................... ii 

ACKNOWLEDGEMENTS  ..................................................................................... . iii 

ABSTRACT  ............................................................................................................... iv 

LIST OF TABLES  ..................................................................................................... ix 

LIST OF FIGURES  ...................................................................................................  x 

Chapter 

I.  INTRODUCTION  .................................................................................................. 1 

       Focus of the Inquiry  ............................................................................................. 1 
          Statement of Purpose …………………………………………………………. 3 
          Rationale for the Study ...................................................................................... 3 
          Philosophical Underpinnings  ............................................................................ 5 
          Summary ……………………………………………………………………… 7 
  
II. REVIEW OF THE LITERATURE ……………………………………………… 9 

      Introduction  ......................................................................................................... 10  
        Purpose  .............................................................................................................. 10 
        Method  .............................................................................................................. 11 
           Design and Sample  ........................................................................................ 11 
        Eligibility Criteria  ............................................................................................. 12 
        Results  ............................................................................................................... 12         
        Synthesis of Findings  ........................................................................................ 15 
          Epidemiology  .................................................................................................. 16 
          Burden of Seeking Diagnosis  .......................................................................... 16 
          Communication Barriers  ................................................................................. 18 
          Clinical Manifestations  ................................................................................... 18 
          Health Disparities Among SLE Populations  ................................................... 19 
          Racial Discrimination  ..................................................................................... 20 
          Diagnostic Challenges ..................................................................................... 21 

vi 



 
 

          Process of Seeking Diagnosis  ......................................................................... 23 
       Discussion  .......................................................................................................... 24 
       Conclusion  ......................................................................................................... 25 
 
III. PROCEDURE FOR DATA COLLECTION  ...................................................... 26  
 
       Introduction …………………………………………………………………… .26 
         Setting  .............................................................................................................. 26 
         Participants  ....................................................................................................... 27 
         Protection of Human Subjects  ......................................................................... 28 
         Data Collection  ................................................................................................ 30 
         Data Analysis  ................................................................................................... 31 
 
IV. ANALYSIS OF DATA  ...................................................................................... 34  

       Description of the Sample  .................................................................................. 36   
       Findings  ............................................................................................................. 37 
          Searching for Symptom Relief ......................................................................... 37 
   I Had Pain, Swelling in My Joints, Tired All the Time …………………. . 37 
   Thought I Was Losing My Mind ………………………………………… 39 
   I Kept Going Back to the Doctor ………………………………………… 40 
   I Tried to Push Through the Pain and Fatigue …………………………… 42 
           Not Hearing Me …………………………………………………………… . 43 
   Kept Telling Them Something is Wrong ………………………………… 43 
   Could Not Explain Because I Looked Fine ……………………………… 45 
   Didn’t Feel the Doctors Cared ……………………………………………. 47 
          The Damage Was Done  .................................................................................. 49 
  My Joints Were Shot  .................................................................................... 49 
  Loss of Organ Function  ............................................................................... 50 
       Summary  ............................................................................................................ 56 
       
  
V.  SUMMARY OF STUDY  ................................................................................... 58 

        Summary  ........................................................................................................... 59 
        Discussion of Findings  ...................................................................................... 59 
          Conclusions and Implications  ......................................................................... 61 
          Limitations of the Study  .................................................................................. 63 
          Recommendations for Further Studies  ............................................................ 64 
 

vii 



 
 

REFERENCES  ......................................................................................................... 66 

APPENDICES 

A.  Evidence table  ..................................................................................................... 74 
B.  Letter of Support  ................................................................................................. 81 
C.  Letter of Recruitment Support  ............................................................................. 83 
D.  Stamped Consent Form ………………………………………………………… 85 
E.  Demographic Data Form  ..................................................................................... 87 
F.  Interview Guide Questionnaire ………………………………………………… 89 

 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 

viii 



 
 

LIST OF TABLES 
 

Table            Page 

1.  Key Variables and Findings of Articles Included in Review ............................... 15 

2.  Description of Colaizzi’s Method of Data Analysis  ............................................ 32 

3.  Major Themes and Subthemes of Women’s Journey to SLE Diagnosis  ............. 35  

4.  Findings from Demographic Data  ....................................................................... 36  

 

 

 

 

 

 

 

 

 

 

 

 

 

 

ix 



 
 

LIST OF FIGURES 

Figure               Page 

1.  Selection of Articles for Review  .......................................................................... 14 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

x 



 

 
  

1 

 

 

CHAPTER 1 

INTRODUCTION 

Focus of the Inquiry 

Systemic lupus erythematosus (SLE) is an autoimmune disease with highly 

variable symptoms that provide challenges for health care providers to make a correct 

and prompt diagnosis. Zucchi et al. (2019) noted the wide range of clinical manifestations 

of SLE predominately affecting women including skin rash, alopecia, anemia, fatigue, 

joint pain and swelling, arrhythmias, mucocutaneous, and neurological symptoms. 

Women with SLE often experience significant organ damage involving the kidneys, 

heart, liver, nervous system, hematologic, and musculoskeletal leading to poor patient 

outcomes (Cildag et al., 2019; Nightingale et al., 2017). The Centers for Disease Control 

and Prevention describes SLE as a widespread disease and estimates that it affects 

nearly1.5 million persons in the United States and approximately five million people 

worldwide (Lupus Foundation, 2020). Previously, SLE was perceived as a disease of a 

rarity but more recent studies have shed doubt on this assumption. Rees et al. (2017) 

found in a systematic review that worldwide differences exist in the incidence and 

prevalence of SLE that vary with sex, age, ethnicity, and time and further suggest 

additional epidemiological studies. 

Historically, poor outcomes in patients with SLE were common. More than 40% 

of patients with SLE died within 3 years of symptom onset in the late 1940s (Ward et al., 
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1995). More recently, a U.S. national mortality database and census data revealed that 

50,249 SLE deaths occurred between 1968 through 2013 (Yen et al., 2017). The Centers 

for Disease Control and Prevention reported that despite marked improvement in 1-year 

survival for SLE over the past decade, mortality rates remain high (Singh & Yen, 2018).  

The impact on health outcomes of those experiencing lupus was evaluated over 10 

years through the LUMINA landmark multiethnic longitudinal SLE cohort study. 

Alarcon et al. (1998) found that certain variables in ethnic minority females predicted 

poorer outcomes. The Centers for Disease Control and Prevention National Lupus 

Registries highlighted the higher susceptibility of SLE among people of color and Asians 

compared to Caucasians (CDC, 2018). More specifically, people from racial and ethnic 

minorities are at increased risk for developing more critical manifestations after diagnosis 

(Drenkard & Lim, 2019). Despite years of on-going research on clinical manifestations, 

diagnosis, and treatment of SLE, there remains a lack of qualitative phenomenological 

research studies where participants are allowed to describe their experiences while in 

search of a diagnosis. 

The role of primary care in SLE is also emerging as there are still significant 

unmet needs such as the diagnostic delay at the community level and the high burden of 

therapy- and disease-related comorbidities (Gergianaki & Bertsias, 2018). Common 

clinical presentations involve the heart, liver, joints, skin, hair loss, severe fatigue, and 

headaches (CDC, 2019; Lupus Foundation, 2020; Maidhof & Hilas, 2012). Gergianski 

and Bertsias (2018) also allude to the psychological impact of women experiencing 

undiagnosed symptoms of SLE. Drenkard and Lim (2019) infer that while descriptive 
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epidemiological studies have contributed to providing more accurate estimates of the 

burden and mortality of lupus across varied demographic groups, more current research 

indicates a significant influence of psychosocial and healthcare system influences of 

disease outcomes. Hence, the need for more phenomenological research inquiries. 

Statement of Purpose 

 The purpose of this descriptive phenomenological study was to explore the 

meanings of participants’ experiences while seeking a diagnosis of SLE and the 

perceived impact on their health outcomes. The study delved into the participant’s 

perspective of challenges experienced on their journey to diagnosis with the intent to 

inform healthcare providers and potentially lead to changes in clinical practice. The 

research question guiding the study was: What are the lived experiences of women 

seeking a diagnosis of SLE with greater than three healthcare provider visits prior to 

diagnosis? 

Rationale for the Study 

 Women seeking a diagnosis of SLE will oftentimes not only experience multiple 

health care provider visits but will also be evaluated by multiple specialists before 

diagnosis (Fava & Petri, 2019). Fava and Petri suggested that the process may take years 

to diagnose due to the heterogenous variation of clinical manifestations, all the while 

organ damage may be occurring. Primary care providers are generally seen as 

gatekeepers in the health care arena. In some cases, they fail to recognize symptoms 

associated with SLE and are often perceived by patients as unconcerned (Hatfield-

Timajchy, 2007). The Centers for Disease Control and Prevention has in recent years 
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focused effort towards improving patient outcomes through the development of a public 

health agenda to address gaps in early intervention and preventive care. The results from 

a large international SLE cohort with an average follow-up of greater than 8 years during 

an observation interval from 1958−2001 showed that observed death for all causes 

including circulatory disease, renal disease, and certain cancers was higher than 

anticipated (CDC, 2018). Females with SLE of short duration were at higher risk of SLE-

associated mortality. In recent years, causes of premature death have been associated with 

SLE due to active disease and organ failure (CDC, 2018).  

Researcher’s Relationship to the Study 

 As a health care provider in a large oncology center, this researcher has 

encountered patients with SLE that were often undiagnosed at the time of presentation for 

cancer evaluation or treatment. This observation led to the researcher’s interest in 

exploring explanations for the delay of SLE diagnosis given that the complaints are 

common to SLE such as debilitating fatigue and diffuse arthralgias among others.  

 This researcher has experienced first-hand devastating effects of autoimmune 

disease as a caregiver of a family member with an autoimmune disease. Despite multiple 

physician visits, the diagnosis was delayed by at least 2 to 3 years. Unbeknownst to this 

researcher, the family member had suffered in silence due to concerns for fear of family 

not understanding and not wanting to be a burden. Descriptive phenomenology permitted 

this primary investigator to explore at a personal level the experiences that women with 

SLE encounter as they seek diagnosis (Munhall, 2012). Also, the primary researcher 

bracketed past knowledge of SLE and emerged into the participant’s world which 
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facilitated a revelation of the pure essence of their experiences (Matua & Van Der Wall, 

2015).  

Philosophical Underpinnings 

The philosophical underpinnings of Husserl’s phenomenology served as the 

framework for this study. Husserl’s phenomenology focuses on how people describe and 

experience things through their senses (Munhall, 2012). Husserlian descriptive 

phenomenology utilizes the skills of epoche or bracketing, and phenomenological 

reduction (Gutland, 2018). Lopez and Willis (2004) credit Husserl's (1970) philosophical 

ideas about methods of scientific inquiry as to the inception of the descriptive 

phenomenological approach to inquiry. A basic assumption of Husserl’s phenomenology 

is that “we can only know what we experience by attending to perceptions and meanings 

that awaken our conscious awareness” (Patton, 2002, p. 106).  

 Women seeking a diagnosis of SLE experience many challenges and are often 

unable to adequately articulate what they are going through for fear of healthcare 

providers not grasping the gravity of their experiences. Phenomenological research 

allows one to seek the essence of the phenomena. Moreover, it permits the researcher to 

immerse themselves into the participant’s life-world allowing the revelation of the true 

phenomenon or essence of experiences (Huang et al., 2006). Matua and Van Der Wall 

(2015) described phenomenology as “a discipline that serves to investigate people's 

experiences to reveal what lies 'hidden' in them” (p. 22). Van Manen defined 

phenomenology as “an inquiry of an individual's lifeworld as experienced by the 
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individual, not a conceptualization or categorization” of one's experience (Munhall, 2012, 

p. 129).  

 The idea of phenomenology was introduced by Husserl in response to the context-

free generalizations of the positivist approach of the natural sciences (Munhall, 2012).  

Husserl viewed consciousness as a dual unity that encompasses the act of cognition. He 

endeavored to restore the realness of humans in their lifeworlds…to capture the meaning 

(Munhall, 2012). Additionally, Husserl asserts that all human beings see “ideas, essences 

clearly” (Gutland, 2018; Husserl, 1983, p. 41).  

 Husserl held the belief that researchers need to put aside prior personal knowledge 

(bracket) to grasp the lived experiences of study participants. However, given this 

primary investigator’s experience with patients having autoimmune diseases, bracketing 

did not prove to be a challenge. Husserl describes the epoche as “the gate of entry” to a 

realm that is unfamiliar to life’s daily experiences (Husserl, 1970, p. 257). Husserl’s 

concept is that the researcher must achieve transcendental subjectivity which he defines 

as a region of pure lived experience. Husserl differentiates between two regions. “One 

region is the region of reality and the world and, the other is that of pure ego and its life” 

(Baruch, 2004, p. 201).  The lived experiences of persons are subjective and transcends 

from the region of reality and their life experiences.  

Assumptions of Husserl’s Philosophy (Lopez & Willis, 2004, p. 727). 

1. Experience, as perceived by human consciousness, has value and should be an object 

of scientific study. Human actions are influenced by what people perceive to be real. 
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2. There are features to any lived experience that are common to all persons who have the 

experience.  

3. The essences generated through phenomenological research result in one correct 

interpretation of the experiences of the participants.  

Study Assumptions 

Certain assumptions were applied to this study as follows: 

1.   Women with SLE often experience delayed diagnosis. Throughout the literature, a 

delay in diagnosis has been documented. 

2. Women with a confirmed diagnosis of SLE want to tell their stories and share pure life 

experiences. 

3. The results from this study may lead to change in how health care providers view early 

clinical manifestations of SLE prompting them to consider SLE as a differential diagnosis 

until proven otherwise. 

4. The researcher was able to bracket preconceived notions regarding patient experiences 

while seeking a diagnosis (Gutland, 2018). 

Summary 

 SLE research has primarily focused on post-diagnosis management. A paucity of 

qualitative research exists in the study of SLE populations. The goal of this descriptive 

phenomenological study was to extract meaningful themes from the lived experience of 

those with SLE or those seeking a diagnosis. The findings from this study will be used to 

inform healthcare providers of the physical and psychological challenges faced by the 

patients seeking diagnosis of SLE with the intent to translate findings into useful 
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strategies for change in clinical practice. Dissemination of study findings through 

professional podium and poster presentations will assist with informing clinical practice. 
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Introduction 

 SLE is a multi-organ system autoimmune disease of significant complexity. The 

Lupus Foundation of America proposes SLE is underdiagnosed and continues to be a 

challenge for clinicians. Even with the paradigm shift towards more effective treatment 

of SLE, there remains a paucity of high-quality research studies examining the 

significance of early recognition and diagnosis of systemic lupus. Many challenges exist 

in attaining a diagnosis of SLE primarily because of the indistinct nature of the disease 

(Lupus Foundation of America, 2019). SLE has been referred to as an imitator since it 

mimics symptoms of other illnesses. The results of a 2017 survey by The Lupus 

Foundation of America indicate that approximately 63% of persons with lupus reported 

misdiagnosis and more than half of those surveyed (55%) reported seeing four or more 

different healthcare providers before getting a diagnosis. Despite a marked improvement 

in 1-year survival for SLE over the past decade, mortality rates remain high. Singh and 

Yen (2018) implied that SLE ranked among the leading cause of death in younger women 

in the US between 2000−2015. The Centers for Disease Control and Prevention discloses 

that SLE was identified as the primary cause of death for an average of 1,176 deaths per 

year from 2010-2016 (CDC, 2018). 

Purpose 

The purpose of this systematic review was to appraise relevant evidence on the 

epidemiology, burden of the process, mortality, clinical manifestations experienced by 

women seeking a diagnosis of SLE, diagnostic challenges, associated health disparities, 

and the impact of delayed diagnosis. Also, the literature review was used to examine the 
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deficiency in health care provider recognition of symptoms of SLE in at-risk populations 

and lastly, to explore barriers that affect disease outcomes.  

Method 

Design and Sample 

 The literature was searched using several scientific databases including PubMed, 

Google Scholar, MEDLINE, Wiley Library, EMBASE, CORE, and ProQuest for 

applicable expert reviews, quantitative, qualitative, mixed methods, cohort studies, cross-

sectional, randomized-controlled studies, and prospective research designed studies with 

no specific date limitations. Relevant studies were limited by gaps in the literature. 

Data Extraction 

 Each article was assessed for results, appropriateness to the purpose of the review, 

and quality of content which are reported according to PRISM guidelines (Moher et al., 

2009). The scope of the review is presented using the evidence tables (see Appendix A). 

There were only a few studies that met the criteria for higher levels of evidence. A single 

randomized control trial (RCT) provided was useful in providing information on 

psychological symptoms and mindfulness, although the study sample size was small. The 

level of evidence for most studies including descriptive, qualitative, and quantitative 

studies ranged between level III and level IV according to the Evidence-Based Practice: 

Levels of Evidence (Sediacek, 2020). The majority of the studies included had small 

sample sizes and results that were not generalizable. Several studies needed additional 

research.  
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Eligibility Criteria 

Inclusion: 

• Peer-reviewed qualitative and quantitative research relative to clinical 

manifestations, diagnostic criteria, prevalence and incidence, and lived 

experiences of women, and associated health inequity.  

• Expert systematic reviews that focused on the synthesis of findings on clinical 

manifestations, diagnostic challenges, and psychosocial experiences of women 

with SLE. 

• Articles written in the English language 

• No date limitations 

Exclusion: 

• Studies involving males or children (< 18 years of age) 

• Studies regarding treatment modalities of SLE 

• Letters to the editor 

Keywords used in the search include: "SLE", “lupus”, “systemic lupus”, “women and 

SLE”, “SLE diagnosis”, “SLE manifestations”, SLE health determinants, and “SLE 

delayed diagnosis”.  

Results 

 A total of 160 pertinent articles were identified through a search of databases (see 

Figure 1). Five articles were found through hand searches for a total of 165 articles. 

Twenty-five duplicate articles were removed. One-hundred forty records were screened. 

A total of 110 non-relevant records were excluded. Sixty of the excluded articles were 
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related to treatment modalities of lupus. Thirty article abstracts were reviewed for 

relevance to the study. A total of 30 full-text articles were reviewed for inclusion. Six 

full-text articles were excluded due to exclusion criteria. Of those reviewed, 24 articles 

were included (16 research and eight review articles). Expert and systematic reviews 

were included as background information and not included in the evidence table. The 

inclusion criteria for the literature review included articles that were (1) peer-reviewed, 

(2) no publication date limitation, (3) studies relative to women with or seeking an SLE 

diagnosis and (4) related to healthcare providers and SLE diagnosis. Articles related to 

males and children under age 18 years were excluded.  
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Figure 1  
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Synthesis of Findings 

 SLE is a multi-faceted and complex disease (Gergianaki & Bertsias, 2018; 

Williams et al., 2016). The key findings from the articles are discussed in Table 1. 

Table 1 

Key variables and findings of articles included in review 

Key Variables 
 

Methods Article Findings  

Burden of disease 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
Diagnostic Factors 
 
 
 
 
Clinical manifestations 
 
 
 
 
 
 
 
Patient perceptions 
 
 
 

Descriptive cohort study to 
predict factors associated with 
recent disease activity onset 
(Alarcon et al., 1998) 
 
Longitudinal cohort study to 
determine features associated 
with early onset of SLE (Bertoli 
et al., 2008; Sebastiani et al., 
2015) 
 
Descriptive epidemiological – to 
predict risk for lupus nephritis 
(Drenkard & Lim, 2019) 
 
Mixed-methods study to 
evaluate factor that contribute to 
delayed diagnosis of SLE 
(Hatfield-Timajchy, 2007) 
 
Retrospective study to compare 
clinical & laboratory findings at 
onset (Cildag et al., 2019) 
 
Quantitative study to distinguish 
early clinic features using 
SLICC (Mosca et al., 2018) 
 
Qualitative study to explore 
perceived impact of peer-led 
chronic disease management 
(Twumasi et al., 2019) 
 
Descriptive phenomenological 
study to increase researcher’s 
knowledge of the patient’s 
experience with SLE (Leung et 
al., 2019) 

Scores were higher in African 
Americans and Hispanics than in 
Caucasians  
 
 
Increased disease activity in 
African American and Hispanic 
with lower SES 
 
 
 
Higher prevalence among 
African Americans & Asians 
 
 
Three findings: 1) lack of 
concern by physician, 2) delayed 
diagnostic testing, and 3) 
repeated doctor visits 
 
No significant diff in symptoms 
with age of onset 
 
 
Suggest early serological testing 
with presenation of clinical 
symptoms 
 
Participants perceived benefit 
from the intervention. 
 
 
 
Four themes: 
- ambiguity 
- communication challenges 
- lack of validations 
- support 
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SLE has a varied onset spectrum of symptoms ranging from mild to devastating 

(Gergianaki & Bertsias, 2018). The authors also indicate epidemiological, 

sociodemographic, genetic, and clinical factors contribute to SLE mortality. Patients with 

high disease activity, infections, and cardiovascular complications are at great risk of 

mortality however, lupus nephritis and neuropsychiatric causes are deemed as the leading 

contributors to lupus mortality (Ocampo-Piraquive et al., 2018).  

Epidemiology 

Schur and Hahn (2019) report the prevalence of SLE in the US as 20 to 150 cases 

per 100,000. Prevalence rates in women vary from 164 (Caucasian) to 406 (African 

American) per 100,000. The authors further infer that the incidence has nearly tripled in 

the last 40 years of the 20th century. The estimated incidence rates are 1 to 25 per 

100,000 in North American, South America, Europe, and Asia. The incidence of disease 

peaks in females ages 15 to 40 years, and a higher prevalence in nonwhite populations 

(Sutanto et al., 2013). Newer data by the CDC suggest a higher incidence in recent years. 

Burden of the Seeking Diagnosis 

It is postulated that in the US, females of lower socioeconomic status (SES) are 

disproportionately affected. Of significance is the LUpus in MInorities: NAture vs. 

nurture (LUMINA) landmark multiethnic longitudinal SLE cohort study that began in 

1994. Participants were of Hispanic, African American, and Caucasian ethnicity, 

allowing for exploration of relationships between SLE incidence and poorer survival in 

African American and Hispanic females. The LUMINA study noted that certain 

predictive factors that are common in African American women predict cumulative organ 
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damage (Alarcon et al., 1998). Yen et al. (2017) concluded in a population-based study 

using a national mortality database and census data in the US, that there were 50,249 SLE 

deaths from 1968 through 2013. A substantial body of evidence has shown the amplified 

need for early diagnosis. Ocampo-Piraquive et al. (2018) infer increased mortality in SLE 

when compared with the general population. Even with recent strides in improved 

treatment modalities, mortality remain prevalent in the SLE population, specifically in 

African Americans (Lim et al., 2019; Lupus Foundation, 2020) 

Psychosocial Factors 

Women with SLE often experience feelings of depression both while seeking 

diagnosis and with a confirmed diagnosis. Findings from the Georgians Organized 

Against Lupus (GOAL) prospective cohort emphasized that amid 635 African American 

women with SLE, 35% reported moderate to severe depressive symptoms (Drenkard & 

Lim, 2019). Consequently, the findings revealed that African American women with 

depressive manifestations were at greater risk of accumulating more organ damage. 

Recommendations from the GOAL data suggest routine mental health screening. 

Moreover, psychosocial stressors also exist in the SLE population with African 

Americans more likely to experience psychosocial stressors when compared to whites. In 

a randomized single-blind clinical trial (n = 46), Solati et al. (2017) found a significant 

difference in psychological symptoms and quality of life between mindfulness-based 

cognitive therapy (MBCT) and control groups shortly post-intervention and at follow-up 

(p £ 0.050). The findings from the study indicate that MBCT may improve a patient's 
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quality of life and provide some relief for psychological symptoms, thus improve 

physical outcomes.  

Communication Barriers 

Women seeking a diagnosis of SLE have reported communication challenges with 

healthcare providers. Leung et al. (2019) found that women with SLE often lack effective 

communication and social support leading to decreased quality of life. In a qualitative 

study, the authors identified four themes that emerged from interviews: 1) ambiguity, 

inconsistency, 2) poor communication with healthcare providers, family, and significant 

others, 3) lack of validation of patients’ experiences and, 4) suboptimal or negative social 

support. The identified themes suggest inadequate evaluation of essential informal and 

formal support systems. Findings indicate the necessity of assimilating community 

support through organizational networks, healthcare providers, friends and family of 

patients with SLE. Hatfield-Timajchy (2007) conducted a mixed-methods study (n = 42) 

where participants identified three main findings: (1) lack of concern of physicians, (2) 

delayed testing and diagnosis, and (3) recurrent doctor visits before diagnosis. 

Clinical Manifestations 

SLE is characterized by remissions and exacerbations that can be life-threatening 

(Ocampo-Piraquive et al., 2018). The debilitating pain, musculoskeletal symptoms, 

fatigue, renal, and associated skin problems can interfere with the patients' ability to carry 

out activities of daily living (ADLs) such as work and social activities (Sutanto et al., 

2013). In addition to common presenting symptoms of SLE such as fatigue, additional 

symptoms that occur in 95% of patients with SLE include arthralgia and myalgia, malar 
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rash, photosensitivity, and pleuritic chest pain presenting less commonly (Leuchten et al., 

2018). It is important to note that not all clinical manifestations occur concurrently 

(Gergianaki & Bertsias, 2018). Patients are often left with a plethora of challenges while 

seeking an SLE diagnosis. In a retrospective study of women of various ages (n = 72), 

interestingly Cildag et al. (2019) found no significant difference in clinical symptoms and 

laboratory findings with the age of onset.   

Drenkard and Lim (2019) presented findings from descriptive epidemiological 

efforts designed to study U.S.-based populations' diagnosis of SLE or cutaneous lupus. 

The epidemiological efforts aimed to provide novel insights into the natural history of 

SLE across racially and ethnically diverse populations. Racial and ethnic differences 

were analyzed in the areas of manifestations, timing, and risk of developing severe 

symptoms in a California Lupus Surveillance Project. Among the four major racial/ethnic 

groups in the US including African American, Caucasian, Asian, and Hispanic females, 

African American females experienced worse disease manifestations. Of 742 SLE 

patients, the authors found a higher prevalence of lupus nephritis (20 and 52%, 

respectively) among African Americans and Asians (Drenkard & Lim, 2019).  

Health Disparities Among SLE Populations 

Health disparity (inequity) has in recent years become a topic of significance. 

Williams et al. (2016) defined disparities as related to psychosocial, social, environmental 

factors, course of disease and outcomes, access to care, quality of care, and mortality.  

Congresswoman Robin Kelly led an advocacy campaign towards improving 

health disparities in the US. Subsequently, Kelly advocated for research funding towards 
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at-risk populations with chronic diseases such as diabetes, hypertension, and SLE. The 

Kelly Report (2015) notes that women of African American, Latino, Asian Pacific 

Islander, and Native American ethnicity are diagnosed with lupus two-to-three times 

more frequently than Caucasians. The report concludes that significant gaps in healthcare 

exist with African Americans having higher rates of mortality than any other racial or 

ethnic group. Moreover, Kelly proposed that the magnitude of lupus among women in the 

African American and Hispanic community can no longer be disregarded hence, the need 

exists for policy change, education of patients, and health care providers to reduce time to 

diagnosis (The Kelly Report, 2015).  

Racial Discrimination 

Racial discrimination has been identified as a source of stress that may lead to 

health inequity and poor SLE outcomes. Participants were recruited from the GOAL 

cohort. A study conducted among 427 African American women with SLE revealed that 

80% of participants reported experiencing racial discrimination in healthcare and other 

domains (Drenkard & Lim, 2019). In a qualitative study involving the illness experience 

of SLE patients, Hatfield-Timajchy (2007) cited African American participant (n = 20) 

explanations for delayed diagnosis such as feelings of unconcern and discrimination by 

physicians. Chae et al. (2015) found correlations between discrimination or unfair 

treatment and cumulative disease damage among African American women with SLE. 

The study concluded that worse disease outcomes may exist in those reporting unfair 

treatment compared to no unfair treatment (b = 0.55; 95% CI = 0.14, .97). Williams et al. 
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(2016) noted that racial disparities in SLE are indisputable and broadly documented in 

the scientific literature.  

Diagnostic Challenges 

The diagnostic challenges of this debilitating disease persist. In a multicenter 

prospective study, Sebastiani et al. (2015) found that among 122 patients at the onset of 

diagnosis of SLE, 61.8% experienced arthralgias, 55.7% experienced hematological 

manifestations, 31.1% presented with malar rash, and 27% reported renal disorders. The 

authors further infer that the diagnosis of SLE is arduous at best and is often severe even 

at onset (Sebastiani et al., 2015). The findings from this study provide evidence of 

challenges participants experience and should prove to enlighten health care providers of 

the need to explore early symptoms of this debilitating disease. Alarcon et al. (1998) 

identified factors that are associated with disease activity within 5 years of onset as a 

useful diagnostic tool. The predictive variables such as SES, immunologic factors, and 

the abrupt nature of disease onset are vital to diagnostic efforts (Alarcon et al., 1998).  

Zucchi et al. (2019) noted the prevalence of arthralgia on the initial presentation. 

Women seeking diagnosis often present with complaints of severe joint pain. Efforts 

toward improving these challenges led to the revision of the American College of 

Rheumatology (ACR) original criteria to current 2019 recommendations by The Systemic 

Lupus International Collaborating Clinics (SLICC; Bernstein, 2019). The revised criteria 

require that four or more of 17 SLICC criteria be present for diagnosis. Data from the 

United Kingdom primary care study using the Clinical Practice Research Datalink 

showed that musculoskeletal symptoms were most frequently (58.6%) recorded in the 5 
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years before a definitive SLE diagnosis (Gergianaki & Bertsias, 2018). Gergianaki and 

Bertsias further suggested the inconsistency of a specific pattern by which lupus 

symptoms and/or organ involvement manifests in SLE making diagnosis difficult.  

The diagnosis of SLE continues to be based on strong clinical diagnostic skills. 

Gonzalez et al. (2015) in a mixed methods quantitative study determined that of 644 

participants, 78 had positive anti-dsDNA antibodies with at least one test method. The 

findings suggest a combination of at least two diagnostic methods of testing for SLE 

would be beneficial (Gonzales et al., 2015). 

Current SLE research now encompasses the study of omics such as genomics to 

identify specific genes. Vasquez-Canizares et al. (2017) note that SLE is characterized by 

autoantibodies directed against various specific antigens. Consequently, a broad spectrum 

of clinical manifestations exists depending on the magnitude of organ involvement. 

Given the heterogeneous nature of lupus, the identification of specific markers needed for 

diagnosis and monitoring remains a challenge. Nonetheless, the identification of 

biomarkers, novel SLE testing towards a better identification of antibodies includes the 

sequencing of human genomics and microRNAs (Vasques-Canizares et al., 2017). The 

advancement in biomarker discovery and gene sequencing has increased the potential for 

early diagnosis of SLE. While significant progress has been made in understanding SLE 

and the diagnostic requirements, substantial challenges remain for clinicians, researchers, 

and patients. The traditional nonspecific antinuclear antibody (ANA) test is no longer 

considered a definitive marker. According the American College of Rheumatology 2019 
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revisions, a positive ANA titer must be accompanied by additional criteria (Bernstein, 

2019). 

Process of Seeking Diagnosis 

Leung et al. (2019) reported that participants' illness experiences during 

prediagnosis of SLE went largely unexplained by multiple physicians from various 

subspecialties, implying a lack of clear association to a single disease. The lack of 

explanation was a common finding throughout the literature. Generally, due to the elusive 

nature of the disease, some primary care providers are failing to recognize symptoms that 

are explicit to SLE consequently, leading to prolonged physical symptoms and repeated 

provider visits in search of symptom relief and diagnosis (Demas & Costenbader, 2009; 

Lupus Foundation, 2020). Rees et al. (2017) compared primary care consulting behavior, 

prior to diagnosis to develop a risk prediction model. Rees et al. found that frequent 

consults with doctors occurred within a 5-year period before diagnosis with a median 

time to diagnosis of SLE greater than 1 year. Waldron et al., (2012) described those 

seeking a diagnosis of SLE expressed a sense of relief with finally receiving a diagnosis. 

The role of primary care in SLE is also emerging as there are still significant unmet needs 

such as the diagnostic delay at the community level and the high burden of therapy- and 

disease-related comorbidities (Gergianaki & Bertsias, 2018). 

Larsen et al. (2018) explored the experience of being diagnosed with SLE as an 

existential phenomenon. The participants (n = 15) were women. Repeated 

phenomenological and hermeneutic interviews were conducted from 2013 to 2015. Data 

analysis using Van Manen’s phenomenology of practice identified three inter-related 
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themes: standing in a swirl of events, standing on uneven ground, and standing at a 

turning point with oneself and others. The findings suggest the potential for psychosocial 

dysfunction. Larsen et al. (2018) suggested a holistic caring approach in SLE patient care. 

Waldron et al. (2012) explored the patient's perception of receiving an SLE diagnosis and 

their experience during the onset of symptoms to diagnosis. Focus group (N = 43) data 

describes three major themes: (1) diagnostic uncertainty, (2) trauma of misdiagnosis over 

years, and (3) consequences of getting the diagnosis. Results suggest the essential need 

for health care providers to have a greater awareness of the patient experience while 

seeking a diagnosis.  

Discussion 

  All studies in the review provided essential information. Four qualitative studies 

identified key themes relative to experiences in seeking a diagnosis of SLE. This 

information can be useful in creating awareness by healthcare providers of the frustration, 

anxiety, emotional distress, and, the physically debilitating symptoms experienced by 

those seeking diagnosis of SLE.  

  The findings from the literature review confirmed multiple healthcare provider 

visits before diagnosis (Drenkard & Lim, 2019). The findings confirmed the prevalence 

of SLE in African American, Hispanic, and Asian females, with more prevalent cases 

among African Americans compared to Caucasian females.  

 Several studies provided information on diagnostic criteria, indicating that 

predictive factors vary according to race, age at onset, organ involvement, and 

socioeconomic status (Alarcon et al., 1998; Bertoli et al., 2008; Drenkard & Lim, 2019; 
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Maloney et al., 2017). Newer diagnostic tests were identified and proposed to promote 

more definitive testing leading to earlier diagnosis (Gonzalez et al., 2015; Maloney et al., 

2017; Mosca et al., 2018).  

Conclusion  

 The literature review provided an overview of the effects of this debilitating 

disease and the process by which women are diagnosed and misdiagnosed. There were 

limited high-level studies regarding the diagnosis of SLE. Additional qualitative, 

quantitative and RCT studies are needed to advance evidence-based knowledge of this 

disease and its translation into clinical practice. The epidemiological aspects of SLE were 

well defined; however, more emphasis needs to be placed on improving primary care 

provider awareness of all aspects of SLE. 
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CHAPTER III 

PROCEDURE FOR COLLECTION AND TREATMENT OF DATA 

Introduction 

  This descriptive phenomenological study was guided by the philosophical 

underpinnings of Husserl's phenomenology. The assumptions proposed by Husserl 

provided insight into the human consciousness of participants in the study. The primary 

researcher took part in the life-worlds of participants in search of rich data from their 

lived experiences of seeking a diagnosis of SLE. Husserl proposed that "experiences, as 

perceived by human consciousness, has value and should be an object of scientific study” 

(Lopez & Willis, 2004, p. 727). 

The study was designed as a descriptive phenomenological study that was used to 

answer the research question, What are the lived experiences of women seeking a 

diagnosis of SLE with greater than three healthcare provider visits prior to diagnosis? 

Descriptive phenomenology methods allow the researcher access to the participant’s 

“life-world” to gain a more in-depth understanding of their experience (Huang et al., 

2006, p. 49). The findings in the literature review were compared to the experiences of 

participants in this study. 

Setting 

 Participants were recruited from the Houston Chapter of the Lupus Foundation of 

America and local communities in metropolitan Houston, TX. Due to the recent COVID 
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regulations restricting face-to-face encounters, the interviews took place by Zoom, 

FaceTime, and phone in order to satisfy social distancing criteria. Web-based interviews 

offered a modified face-to-face encounter with the primary investigator. The online 

interview allowed for privacy during the data collection process since the primary 

investigator conducted the interview in a private home office. Alternatively, at the 

participant’s preference some interviews occurred by telephone. The participants were 

asked to provide a reliable phone number for the interview. 

Participants 

  The sample was composed of participants who met the inclusion criteria including 

age 18 years or older, English speaking and writing females, and a confirmed diagnosis 

of SLE. The targeted sample size was 20 participants.  

 Purposive sampling was used to recruit participants who fit the sample criteria. 

Participants were recruited from the local faith community. Church administrators were 

contacted in local churches to establish rapport as stakeholders. Recruitment flyers 

announcing the study were initially distributed at local churches and throughout the 

community prior to COVID restrictions. Subsequent flyers were distributed by email due 

to the COVID social distancing guidelines. The primary investigator met with a local 

church minister who provided a letter granting permission to recruit and collect data from 

the congregation (see Appendix B). Other stakeholders in the church sent out emails to 

various church leaders to encourage the participation of those with SLE. The recruitment 

flyers provided information regarding the purpose of the study, eligibility criteria, time 

commitment, incentive for participation, and contact information for the primary 
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investigator. Furthermore, after meeting (prior to COVID) with the president of the Texas 

Gulf Coast Lupus Foundation of America, Houston Chapter, then the director then 

provided a letter of intent to recruit participants that were members of the local chapter 

(see Appendix C). The director of the local lupus chapter emailed copies of the 

recruitment flyer to members and encouraged their participation. Those interested in 

participating were encouraged to contact the primary investigator by phone or email for 

further instructions regarding participation. A detailed explanation of the study was 

provided to persons contacting the primary researcher and questions were addressed. 

Participants that were recruited were contacted by the primary investigator to discuss the 

requirement that the interview must be conducted virtually through Skype, Zoom, or 

FaceTime. In some cases, interviews were conducted by telephone if requested by the 

participant. Interviews took place in a specified area that provided privacy for recordings 

and at a mutually agreed upon time. Demographic data were collected online through an 

emailed attachment after the consent form was signed. All participants had access to the 

internet and completed the consent form and demographic data form prior to the 

interview. 

Protection of Human Subjects 

  IRB approval was obtained from Texas Woman's University on September 6, 

2019 (see Appendix D). Participants who volunteered were informed of the purpose of 

the study, any risks, time commitment, the potential for loss of confidentiality, and the 

right to stop the interview or withdraw at any time without fear of retribution. 

Participants were assigned a numerical code for anonymity purposes. Assigned codes 
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matched to participant names were stored on a secure flash drive and computer hard drive 

that requires a security code. The primary investigator provided full disclosure of study 

requirements and the right to withdraw at any time during the study. The primary 

investigator permitted participants to ask questions and avoid coercion. Virtual face-to-

face Zoom or FaceTime, audio-recorded interviews took place by way of a computer or 

participant cell phone in a private area for confidentiality. The recordings, interview 

notes, signed consent forms, code names, and demographic data forms were stored in a 

locked file cabinet located in the primary investigator’s home office. Due to the inability 

to obtain in-person written consent for the study, an online account with DocuSign was 

established. All participants were given a detailed explanation of the purpose and 

instructions for use of DocuSign. The stamped consent form was uploaded into the 

DocuSign system. Each participant’s name and email address was entered individually. 

The participants were then prompted to read, initial, date and sign where indicated on the 

form. Once the consent form was completed, an email notification was automatically 

returned to the primary researcher. The signed consent form then was downloaded onto a 

flash drive and printed on primary researcher’s private printer for storage in locked files 

cabinets. The demographic data forms were completed online and returned to the 

researcher via email where they were stored on a designated flash drive and printed for 

back up storage in a file cabinet. Recordings were transcribed through Adept 

Transcription Services. All transcribed documents were coded, analyzed and stored in a 

locked cabinet in the primary researcher’s home. Each participant was offered the 
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opportunity to obtain the results of the study after completion. HIPPA laws were 

observed throughout the process. 

Data Collection 

  Data collection took place via Zoom, FaceTime, and by phone at a mutually 

agreed-upon time. During the online meeting, the participants were given the opportunity 

to ask questions related to the consent form or the demographic data form (see Appendix 

E) before data collection. At that time, the participant was reminded of the purpose of the 

study, the potential risks, and the time commitment. The participant was also reminded 

that participation is voluntary, and that consent may be withdrawn at any time without 

consequences. Before the virtual or telephone interviews, the primary investigator 

obtained verbal assurance of knowledge of the research and procedures before 

proceeding, thanked the participant, and began the interview process by asking questions 

contained in the interview guide (see Appendix F). Data were collected using a semi-

structured interview guide. Open-ended questions were asked in varying order from the 

interview guide. Before starting the interview, the participants were reminded that the 

audio-recording was beginning. The interview took place for approximately 50 minutes. 

Demographic data forms were coded and did not contain obvious identifying information. 

Demographic data were reported with general data from the study. The individually 

completed forms were stored by the primary investigator in locked file cabinets. At the 

completion of the interview, participants were allowed to ask any additional questions 

and informed that they may be contacted for clarification of the transcript or additional 
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questions. Participants were then thanked and given the option of receiving their $20 gift 

card either online or by U.S. postal mail. 

 Recordings from the interview were transcribed by Adept Transcriptions Services. 

Transcriptions were classified according to the participant’s code name. Any identifying 

information from audio recordings were redacted. All digital recordings were stored in 

encrypted files on a flash drive that was placed in the primary researcher’s home office 

locked file cabinet. Participant recruitment and data collection continued until accrual of 

18 participants at which time the primary investigator reached saturation of data.  

Data Analysis 

The purpose of the descriptive phenomenological study was to explore the 

meanings of the participant’s life experiences, their perceived challenges, and the 

influence on their health outcomes. Persons affected by SLE often experience physical, 

emotional, and social dysfunction in their quest to find answers before diagnosis 

(Gergianaki & Bertsias, 2018). The research question for the study was: What are the 

lived experiences of women seeking a diagnosis of SLE with greater than three health 

care provider visits prior to diagnosis? The results of the study were intended to inform 

health care providers of the challenges encountered by participants. 

 Data analysis began with the initial interview and was on-going with data 

collection. Transcripts were read, reread, coded, recoded, and compared to notes for 

accuracy. Throughout the process of data analysis, the researcher read through each 

participant’s account of events several times noting similarities among participants. A 

few of the participants were re-contacted for clarification of recorded data. Colaizzi’s 
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(1978) method assisted in extracting themes, coding, organizing, and analyzing data 

(Morrow et al., 2015). The steps of Colazzi's descriptive phenomenological method are 

described in Table 2. The primary researcher implemented each of the steps of the 

Colaizzi (1978) method during the data collection process. 

Table 2 

Description of Colaizzi’s method of data analysis  

1. Familiarization  The researcher familiarizes him or herself with the data, by reading 
through all the participant accounts several times  

2. Identifying 
significant statements  

The researcher identifies all statements in the accounts that are of direct 
relevance to the phenomenon under investigation  

3. Formulating       
meanings  

The researcher identifies meanings relevant to the phenomenon that arises 
from a careful consideration of the significant statements. The researcher 
must reflexively "bracket" his or her pre-suppositions to stick closely to 
the phenomenon as experienced (though Colaizzi recognizes that complete 
bracketing is never possible). 

4. Clustering themes  The researcher clusters the identified meanings into themes that are 
common across all accounts. Bracketing of pre-suppositions is crucial, 
especially to avoid any potential influence of existing theory.  

5. Developing an 
exhaustive description  

The researcher writes a full and inclusive description of the phenomenon, 
incorporating all the themes produced in step 4. 

6. Producing the 
fundamental structure  

The researcher condenses the exhaustive description down to a short, 
dense statement that captures just those aspects deemed to be essential to 
the structure of the phenomenon.  

7. Seeking 
verification of the 
fundamental structure  

The researcher returns the fundamental structure statement to all 
participants (or sometimes a sub-sample in larger studies) to ask whether it 
captures their experience. He or she may go back and modify earlier steps 
in the analysis in the light of this feedback. 

 
Note: Adapted from Morrow, Rodriguez & King (2015, p. 644). 

 The Colaizzi (1978) method allows exploration of the experiences of others and 

enables otherwise unavailable insights to be discovered. Colaizzi's method is a rigorous 

and robust method of qualitative analysis that substantiates the credibility and reliability 

of its results.  
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Trustworthiness was addressed using the framework by Lincoln and Guba (1985). 

The measure of reliability, dependability, and confirmability were achieved by means of 

the transcripts, interview recordings, and field notes obtained during the interview 

process. The information obtained from the participants was documented in their own 

words from their subjective experiences. This researcher has confidence that there was 

truth in findings and that findings are consistent and could be repeated with same 

outcome. Additionally, the findings from this study were fashioned by the responses of 

the participants without researcher bias.  Demographic data was summarized using 

descriptive statistics by way of SPSS software. 

 

  



 

 
  

34 

 

 

CHAPTER IV 

ANALYSIS OF DATA 

 Women seeking a diagnosis of SLE face many physical and emotional challenges. 

The Lupus Foundation of America proposes SLE is underdiagnosed and continues to be a 

challenge for clinicians. Fava and Petri (2019) suggest that the process may take years to 

diagnose due to the heterogenous variation of clinical manifestations, all the years during 

which organ damage may be occurring. The debilitating pain, musculoskeletal symptoms, 

fatigue, renal and associated skin problems can interfere with the patient’s ability to carry 

out activities of daily living such as work and participation in family and social activities 

(Cildag et al., 2019; Sutanto et al., 2013). Women who participated in this study endured 

multiple physical symptoms.  

 Drenkard and Lim (2019) suggested that the lack of knowledge of healthcare 

providers may have been a contributing factor. The role of primary care in SLE is 

emerging as there are still significant unmet needs such as the diagnostic delay at the 

community level and the high burden of therapy and disease-related comorbidities 

(Gergianaki & Bertsias, 2018). For this reason, those seeking diagnosis experience 

repeated health care provider visits prior to diagnosis. The Centers for Disease Control 

and Prevention has in recent years focused effort towards improving patient outcomes 

through the development of a public health agenda to address gaps in early intervention 

and preventive care. 
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 The purpose of this descriptive phenomenological study was to explore the 

meanings of participants’ experiences from a subjective viewpoint, and the perceived 

impact on their health outcomes. The study delved into the participants’ perspective of 

challenges experienced on their journey to diagnosis. The information gained from the 

study is intended to inform healthcare providers of the impact on those seeking diagnosis 

and consequently, lead to changes in clinical practice such as early consideration of SLE 

in women from at-risk populations presenting with symptoms. This chapter will provide a 

description of the sample, analysis of findings, and summary of the findings from the 

study. Key themes and subthemes are described in Table 3. 

Table 3 

Major themes and subthemes of women’s journey to SLE diagnosis 

Major Theme Description Subtheme 

Overarching Theme: 

Searching for symptom  
relief 

Women with SLE experience a 
plethora of symptoms with the 
onset of disease 
 

I had pain, swelling in my 
joints, tired all the time 
 
Thought I was losing my mind 
 
I kept going back to the doctor 
and running blood tests 
 
I tried to push through the pain 
and fatigue  

Not hearing me 

 

 

Women with SLE are often 
made to feel that health care 
providers, employers, and 
family are not attentive to their 
complaints and feelings. 

Kept telling them something is 
wrong  
 
Could not explain because I 
looked fine 
 
Didn’t feel the doctors cared 
 

The damage was done Women with SLE often 
experience long-term organ 
damage as a consequence of 
diagnostic delays 
 

My joints were shot 
Loss of organ function  
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Description of the Sample 

 The sample consisted of seventeen women who met the inclusion criteria for the 

study. The participants were greater than eighteen years of age with a confirmed 

diagnosis of SLE. Descriptive statistics using SPSS software were used to summarize 

demographic data of study participants. The majority of the participants were well-

educated, insured, Christian, African American women with a mean age of 42 years 

(range 20−63). The current insurance status does not reflect the women’s insurance 

status before diagnosis. Additional demographic data are described in Table 4. 

Table 4 

Findings from demographic data 

Characteristics Population Sample Results 

Age N = 17 Range: 20 to 63 
Mean age = 42 years 

Years to diagnosis N = 17 Range: 1.5 to 19 years 
Mean years to diagnosis = 8 

Sex N = 17 Female (n = 17, 100%) 

Marital status N = 17 Married (n = 8, 47%); Divorced (n = 5, 29%) 
Single (n = 3; 18%); Separated (n = 1) 

Grade level completed N = 17 College degree (n = 9, 53%) 
Postgraduate (n = 4, 24%) 
High school diploma (n = 3, 18%) 
Less than high school diploma (n = 1) 

Number people in 
household 

N = 17 Range: 1 to 5 
Mean = 2.5 persons 

Health insurance N = 17 Private (n = 15, 82%); Medicare (n = 1) 
Self-pay/Uninsured (n = 1) 

Race/ethnicity N = 17 African American (n = 16, 94%) 
Hispanic (n = 1, 5.9%) 

First degree relative 
with SLE 
 

N = 17 First degree relative (n = 8, 47%) 
No first degree relative (n = 9, 53%) 
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Findings 

 The analysis of data obtained from the research was centered around three major 

themes and several subthemes as described in Table 3. Major themes included: Searching 

for Symptom Relief (overarching theme), Not Hearing Me, The Damage Was Done.  

Searching for Symptom Relief  

 Women who present to primary health care providers with symptoms of SLE are 

often dismissed. The participants reported going to the doctor repeatedly with complaints 

of pain, swelling of extremities, skin rashes, and significant fatigue. Women reported 

being faced with challenges when seeking answers for physical symptoms such as pain, 

fatigue, and feelings of being “blown off.”  

I had pain, swelling in my joints … tired all the time  

 One of the most prevalent symptoms of SLE is arthralgias. The degree of 

debilitation of joints varied among the women. The results from the landmark LUMINA 

study (1994) identified certain factors that are common in African American women, 

predict cumulative organ damage (Alarcon et al., 1998). The women aged 45 years and 

older reported the worse joint pain and inflammation than the younger women in the 

study.  

Women seeking diagnosis often experience pain for a period of time prior to 

seeing a healthcare provider. Several of the women reported, “I had pain and swelling in 

my joints, so I went to the doctor to figure out what was wrong.” There were consistent 

reports among the women (n = 16) that doctors “don’t even look for what’s wrong. One 

woman stated:  
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I broke in this rash and started swelling up in my face, my joints and ankles. I 

went to the doctor and he ordered some lab work, but nothing showed up. So, he 

gave me some medicine, but didn’t work for long. The swelling kept coming back 

and they keep drawing more labs, but nothing showed up. I didn’t even 

understand what they were looking for… and I don’t think the doctor did either.  

Another participant reported going to the doctor several times with complaints of 

chest discomfort and felt like no one really paid the attention that was warranted, she 

stated, “my chest would hurt, and I didn’t know what it was.” Consequently, the woman 

ended up hospitalized due to complications of the heart. Such stories happen far too often 

with this debilitating disease. Yet another participant shared her story of the effects of 

delayed diagnosis as, 

every joint in my body is crippled … my fingers look like skeletons … I’ve had 

multiple surgeries on my hands, feet, and a hip replacement.  She went on to say, 

if they had just figured out what was wrong sooner, maybe I could have avoided 

these debilitated joints. 

One participant described, “I had nagging pain… stiffness in my fingers and my 

wrists would hurt. the PCP gave me some muscle relaxers to help with the pain.” 

Several other women (n = 4) also reported having been given muscle relaxants instead of 

figuring out the problem. Another participant recalls, “my muscles would swell up and 

start throbbing.” In addition to joint pain, approximately one-third of the women  

complained of swelling and fluid in the joints and extremities. One participant recalls, 

“my joints and back were hurting, and then the swelling was really persistent.” She was 



 

 
  

39 

later found to have “fluid around my heart… that’s when they took me seriously.” 

Fatigue in women with SLE and other chronic illness is well documented 

throughout the literature. The Lupus Foundation of America notes that approximately 

80% of persons with SLE experience significant fatigue. One woman in the study 

described her fatigue as “debilitating” and stated that most days she was exhausted by 

mid-morning. The majority of the women were employed and desired to continue 

working however, some found it quite challenging to continue with work and routine 

ADLs. The women associated their physical symptoms with a loss of independence 

which in some lead to depression-related fatigue. The effects of fatigue as expressed by 

the women in this study are consistent with findings in the literature as noted by Sutanto 

et al. (2013). Sutanto found that of 46 studies included in a systematic review involving 

1,385 participants, debilitating fatigue was identified as a subtheme the had pervasive 

impact on the lives of those with SLE. 

Thought I was losing my mind 

 Many women reported that they were made to feel that something was mentally 

wrong because they appeared to look fine, but all the while knowing that internally there 

is a problem. One participant stated: 

I would be tired all the time, but I played ball and assumed it was just caused by 

that. But I knew something was wrong. One day I just fell out and was admitted to 

the hospital for two days, but they didn’t diagnose anything.  

Some of the women reported “feeling maybe it’s all in my mind.” Those seeking 

diagnosis often times hesitate to share their feelings and symptoms with family and 
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friends for fear of being judged. Several of the women reported that while enduring pain, 

swelling, and “debilitating fatigue,” they were often perceived as “whining.” Three of the 

women reported that their physical complaints caused loss of relationships and marriage. 

One of the divorced women stated, “my husband was very insensitive. He would tell me 

that it’s not that bad…you just want attention.” Over time, the relationship ended because 

of the emotional strain experienced by the participant. She shared, “you just get tired of 

trying to explain.” Findings from the GOAL study validate the participants feelings of 

mental fatigue noting that amid 635 African American women with SLE, 35% reported 

moderate to severe depressive symptoms (Drenkard & Lim, 2019). 

I kept going back to the doctor  

 Repeated clinical evaluations are not uncommon with symptoms of SLE (Leung 

et al., 2019). Many described feeling that repeated visits to health care providers with 

little to no resolution left them feeling helpless and, in some cases, hopeless. A 

participant describes having “seen at least three doctors … nobody can seem to give me 

any answers.” One of the women described herself at onset of symptoms as being in her 

late 30s and “generally healthy,” but suddenly started experiencing hives and swelling of 

the lips and face. She stated: 

I broke out with hives, so I thought I had an allergic reaction. I went to the 

emergency room and later to an allergist and started prednisone. They ran tests 

but nothing came back. At first the prednisone worked but the hives and swelling 

returned with a vengeance … I was unable to walk … saw a rheumatologist who 
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gave me arthritis medicine but did not run the tests. Despite repeated visits to 

doctor …  still no diagnosis. 

Other women in the study offered the same sentiments. Women seeking a 

diagnosis of lupus also visit multiple providers (Rees et al., 2017). During the process of 

seeking diagnosis several of the women stated that they were given a presumptive 

diagnosis of fibromyalgia because the “blood work didn’t show anything else.” One 

participant recalls feeling like “she treated me like I was pain seeking until I didn’t take 

the prescriptions anymore.” She stated, “I just wanted to find out what was wrong with 

me.” Another stated, 

They just took it upon themselves to start treating a diagnosis that they hadn’t 

confirmed yet. They didn’t even look for nothing else since the initial antinuclear 

antibody (ANA) test was negative. My blood work looked really crazy … he said 

it was probably autoimmune, so we’re going to treat it like fibromyalgia.  

Another participant stated that on her journey, she was in and out of the hospital a 

lot at age 22 years. Her initial hospitalization was due to a syncopal episode which she 

described as, “I fell out at one of my jobs, just totally exhausted.” She further stated that 

even with repeated blood work indicating abnormalities suggestive of lupus, “they kept 

asking me if I had sickle cell anemia” (SCA). The suspicion for SCA was consistent with 

similar stories from two other participants. Neither of the women had a history of SCA, 

nor acknowledged any family history of such. They implied that the health care 

provider’s assumption of SCA was due to them being African American.  
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Far too often, women are misdiagnosed with other diseases due to the similarity 

of symptoms but without receiving the appropriate test to substantiate a diagnosis. A 

participant who was in her 20s at the time, recalled being told after repeated visits to the 

doctor, that she probably had Munchausen’s syndrome. Leung et al. (2019) concurred 

that participants' illness experiences during pre-diagnosis of SLE went largely 

unexplained by multiple physicians from various subspecialties, implying a lack of clear 

association to a single disease. This is thought to occur due to the elusive nature of the 

disease. All participants in this study experienced recurrent physician visits prior to 

diagnosis. 

I tried to push through the pain and fatigue 

 Women with SLE often try to continue to maintain their current pace of work 

activities during and after onset of symptoms. The Lupus Foundation of America implies 

that 76% of lupus patients report that fatigue caused by SLE has forced them to decrease 

work and social activities.  One participant recalls, “I was working three part-time jobs, 

going to college full-time, and partying like a rock star.” She further stated,  

I was so exhausted, I’m talking totally exhausted, feet swelling, hands swelling, 

but I attributed that to working hard and not getting sleep. I would come home, 

soak my feet and my whole body … just to go on back out there the next day and 

keep going. This was a different kind of tired. It was like I can’t even get out of 

bed tired some days. 

Sutanto et al. (2013) noted that the debilitating symptoms of SLE can interfere 

with the patients’ ability to carry out work responsibilities A few of the participants 
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reported losing their jobs and had to go onto disability. Some voiced difficulty with 

getting health care providers to supply enough documentation to qualify for disability. 

One participant in her thirties shared that she tried to maintain her work responsibilities 

but was subsequently fired due to her inability to work through the fatigue. She went on 

to say, “they just don’t understand the fatigue.” 

Not Hearing Me  

 Patients presenting to health care providers are often unable convey clearly their 

thoughts and feelings. For this reason, the women in this study expressed their feelings of 

not being heard.  

Kept telling them something is wrong 

 All 17 participants consistently emphasized complaints of physical symptoms 

including fatigue, swelling and pain of the joints, insomnia, and in a few cases the 

inability to concentrate on daily activities. One participant stated, 

 I used to go back and forth to the hospital to get blood transfusions all the time. 

 They said I was anemic. So that’s what I was diagnosed with – anemia. So, I saw 

 a blood doctor and he said I should see a rheumatologist because of my joints. I 

 kept complaining … but still no diagnosis. I was sick all the time and kept going 

 back to the doctor … it was stressful. 

 Many of the women saw multiple health care providers with an average of three 

different providers prior to diagnosis. One participant voiced frustration with the doctor 

“not hearing what I was trying to tell him.” She stated, 
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I had pain all over my body, so the doctor kept giving me hydrocodone for that. I 

don’t know why he was giving me hydrocodone when you are trying to get to 

your diagnosis. I felt like he thought I just wanted pain medicine, but I wanted 

answers. 

One woman shared her experience of a doctor’s visit after the initial onset of 

symptoms. She stated, “I just started hurting one morning, I woke up and my wrist was 

hurting, and I couldn’t figure it out … thought I had slept the wrong way.” She then 

started going to doctors in such of answers. As with many of the women, this participant 

was unable to articulate any “rhythm or rhyme to the pain” subsequently, leading to 

repeated doctor visits and testing. She stated, “they just put me on steroids and said to 

start walking and maybe that will help.” Leung et al. (2019) confirm that prediagnosis 

experiences of SLE patients are met with largely unexplained symptoms despite multiple 

physician evaluations. A woman in her forties stated that, “my legs and arms would feel 

this hot sensation and I would complain… the doctors would say “we don’t see 

anything.” This provides an example of non-specific symptom presentation in SLE as 

described in the literature. Sebastiani et al. (2015) noted that many patients present with a 

high variability of symptoms at onset making it difficult to pinpoint a diagnosis. 

The ANA test is generally used as a generic indicator for SLE; however, it is non-

specific and may mislead to diagnosis of other autoimmune diseases. Several of the 

women (n = 6) stated that the initial ANA test was negative, so the doctors excluded SLE 

as a diagnosis despite the clinical symptoms. The women described feeling frustrated 

because the symptoms persisted without a diagnosis. One participant shared,  
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I went to my general physician several times … let her know of my symptoms 

(pain and swelling in my legs), and she kind of did some blood tests and didn’t 

find anything. She started me on vitamin D. After two months, the symptoms got 

worse. I tried to be communicative, but I don’t think she was really getting it. I 

was just in pain.  

Still another participant asserted, “My joints were hurting, my back, and the swelling 

persisted. I don’t think my doctor realized the severity.”  

SLE is a multi-organ disease it may affect any body organ. One woman in the 

study reported, “I became short of breath and ended up in the emergency room with fluid 

around my heart, so I was admitted. Finally, after lots of blood tests, I was diagnosed 

with SLE.” Other participants (n = 3) had similar experiences that required emergency 

intervention. Several participants reported that their illness experiences during 

prediagnosis of SLE went largely unexplained by multiple healthcare providers.  

Could not explain because I looked fine 

Symptoms of SLE may present gradually over time, or they present more 

abruptly. The women in this study voiced feeling like their complaints were not seen as 

valid because they were not manifested externally. Leung et al. (2019) substantiated the 

inability of persons with SLE to effectively communicate their feelings. A participant 

who was in her early 30s and newly married prior to diagnosis reported having a gradual 

onset of joint pain, swelling and fatigue. She described herself as a “go-getter” and felt 

that she “had to keep going.” This participant, along with other women in the study (n = 

7) stated that other people including their health care providers, family, and friends would 
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think that their complaints were not valid because they could not see what they were 

feeling. A participant expressed, “I tried to get my boyfriend to understand the pain and 

debilitating fatigue I was feeling, but he said that I just wanted attention.” Another 

women conveyed, “people look at me like I am fine, but they don’t know what is going 

on inside.” 

Women experiencing manifestations of SLE often feel ostracized by friends and 

family. At least five of the women in the study expressed declines in relationships among 

close friends and significant others. The women described the emotional impact caused 

by repeated complaints of symptoms, loss of mobility, and loss of income. One woman 

shared, “it’s hard to be in constant pain and then to lose that support from your friends 

and family.” Another participant described loss of family relationships stating, “my 

family blew me off after prolonged symptoms… family became non-supportive and I felt 

alone.” A participant who was 23 years old at the time of symptom onset, stated, 

Some of my friends stopped calling me because I just didn’t feel like going out. 

They said I was making excuses… even some of my siblings didn’t understand… 

they said I look fine … so why am I always tired? I get tired of trying to explain 

to everyone. 

Three of the women’s marriages ended in divorce during the process of searching 

for a diagnosis. They each acknowledged receiving support from their spouse initially, 

but over time with increased intensity of symptoms and the inability to work, the spouse 

left. Three participants stated that after repeated visits to their PCP, even their providers 

doubted that there was any physiological basis for their complaints because they appeared 
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to look “normal.” A 36 year old participant stated, “some days I would go to work 

hurting, co-workers tried to help but they couldn’t understand.” One participant in her 

early 20s during her symptom onset, recalled, “my family doesn’t understand the extreme 

fatigue.” She, along with other participants stated, “I had to learn to advocate for myself.”  

Several women affirmed having to change jobs because of the physical 

challenges. One participant stated, “at first they were understanding, but later employers 

become inpatient because you look okay… you show up for work ... so they think you are 

fine.”                                                                                                                             

Didn’t feel the doctors cared 

Several of the women in the study consistently voiced feelings of not feeling 

cared for by some healthcare providers. Rees et al. (2017) found that frequent consults 

with doctors occur with a five-year period before diagnosis of SLE. At least four of the 

women described feelings of depression and hopelessness after being told by healthcare 

providers that they should see a therapist based on their physical appearance of wellness 

and lack of visible display of pain. One participant stated, “my PCP told me that maybe 

my symptoms were psychological, and I should see a therapist.” She described her 

feelings of dismay and disappointment, stating “it’s hard enough to be in pain and then to 

feel like your doctor don’t care. Another woman stated, “health care providers never took 

me serious…doctors were dismissive…thought I was drug seeking.” A study by Larsen 

et al. (2018) identified themes that were consistent with the emotional and psychological 

feelings expressed by the women in this study. 



 

 
  

48 

Women who present with significant joint pain often seek relief. Since they 

generally see multiple health care providers prior to diagnosis, electronic health records 

which disclose the medication history are readily available. The women are then labeled 

as “drug-seekers” due to receiving pain medications from several providers. One 

participant stated, “all the doctors want to do is give you drugs.” Still another stated, “I 

told the doctor that I don’t want narcotics…I just want you to figure out what is wrong 

with me.” A participant in her 50s shared that she suffered for 10 years with throbbing 

leg pain, heart arrythmias, and polymyalgia before diagnosis. She attributes the delayed 

diagnosis to reasons such as, “because I didn’t look like I was sick.” She further stated, 

“my PCP thought I was depressed but then gave me pain medicine to treat the pain.” 

Several of the women discussed experiencing psychological effects during their journey. 

Participants expressed feelings such as, “I felt I couldn’t talk about my feelings, felt all 

alone, felt invisible.” Several women verbalized the inability to express themselves 

openly when speaking with health care providers. 

 One participant shared her feelings regarding the loss of employment and health 

insurance after repeated hospitalizations. At 36 years, she reported, “I am suffering with 

severe joint pain, rash, alopecia, and bone pain.” She described, “years of pain, seizures, 

paralysis, tremors, dystonia, and chest pain.” She further stated, “no insurance adds 

additional stressors… you feel demonized by health care providers. She also alluded to 

feelings of racial bias among some health care providers and found them dismissive.” 
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A participant recounted that she began experiencing symptoms during active duty 

in the military. She initially reported “extreme exhaustion” and was told “to suck it up.” 

She went on to say,  

in the military, you are expected to be strong and not complain. Complaints are 

 seen as a sign of weakness. Finally, one day I was so sick that I passed out and 

 then they took me seriously. I was made to feel “less than” and felt ignored by 

 military health care providers. I felt they just didn’t care … they just want to make 

 sure you report for duty.”  

 Hatfield-Timajchy (2007) cited African American participant (n = 20) 

explanations for delayed diagnosis such as feelings of unconcern and discrimination by 

physicians. All participants in this researcher’s study, with the exception of one Hispanic 

were African American and shared similar points of view. 

The Damage Was Done  

Women who are seeking diagnosis of SLE generally exhibit some degree of organ 

involvement on presentation. The process of seeking a diagnosis of SLE is often 

prolonged with less than favorable outcomes with certain organ systems. One woman 

reported physical consequences of prolonged symptoms including loss of ability to carry 

out activities of daily living due to “debilitating fatigue and on-going joint pain and 

swelling.” Two subthemes within this context emerged from this study, my joints were 

shot and loss of organ function and are discussed as follows:  

My joints were shot 
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This was a recurring subtheme throughout the study among all participants. Zucchi et al. 

(2019) noted the prevalence of arthralgia on the initial presentation. While searching for a 

diagnosis, three of the women reported that their long-term use of steroids caused 

deterioration of joints. Health care providers in many cases were delayed in determining 

the etiology for the debilitating joint dysfunction in some of the women. The delay may 

have been due to a lack of knowledge of SLE manifestations. Efforts toward improving 

these challenges led to the 2019 revision of the ACR original criteria to current 

recommendations by SLICC (Bernstein, 2019). The literature review confirmed the 

women’s reports of joint involvement and in some cases, joint destruction.  

A 48 year old generally healthy woman who worked out frequently prior to onset 

of symptoms, expressed the devastating effects from long-term use of steroids to control 

pain and swelling. She affirmed,  

I developed avascular necrosis of my shoulder requiring surgery…also developed 

a fractured hip, and now require a walker to get around with limited activity. I lost 

range of motion of my joints and depression set in. 

One participant revealed, “I have permanent joint pain, lung disease, and 

deterioration of joints due to steroids.” She blames this as a consequence of years of 

suffering and searching. All seventeen participants reported long-term on-going problems 

with their joints.                                                                                                               

Loss of organ function 

The effects of SLE on body organ systems are well documented by The American 

College of Rheumatology (2019) and The Lupus Foundation of America (2019).  
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Drenkard and Lim et al. (2019) confirms renal and central nervous systems as the most 

commonly affected organ systems. Two of the participants specified organ dysfunction 

involving lupus nephritis during the process. Following months of repeated 

hospitalizations, one participant reported kidney failure and stated, “now I have to be on 

dialysis.” She also mentioned that her rheumatologist indicated higher prevalence of 

kidney disease in black women, which she interpreted to mean that “specifically black 

women get kidney involvement with lupus.” 

Fava and Petri (2019) indicated that the process may take years to diagnose, even 

as organ damage may be occurring. Several women in the study reported effects such as 

shortness of breath, depression, and persistent joint pain during pre-diagnosis. Two 

participants reported permanent lung dysfunction. One woman in her 60s stated, “I have 

to live on oxygen now due to scarring in my lungs.” A 58 year old participant stated, “I 

have chronic heart arrythmias due to effects of my lupus.” Two of the women reported 

neurological symptoms such as peripheral neuropathy involving the fingers and feet. 

Neither of them associated the neuropathy with other etiology such as diabetes. To 

summarize, the many of the women in the study consistently presented with similar 

clinical manifestations including debilitated joints, significant fatigue, delayed diagnosis 

(average greater than five years from symptom onset to diagnosis), and at least some 

degree of organ system dysfunction such as cardiac and renal. Additionally, many shared 

their feelings of the psychological impact of the experiences and the subsequent life 

disruptions. 
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 According to the Centers for Disease Control and Prevention (2019), SLE is more 

prevalent among African American and Hispanic women than in Caucasian women. 

Schur and Hahn (2019) confirm the findings from the Centers for Disease Control and 

Prevention; however, the participants in this study were primarily African American and 

Hispanic women. In a descriptive cohort study, Alarcon et al. (1998) and Maloney et al. 

(2017) found the African American women seeking diagnosis will generally be affected 

by a more debilitating course of disease. Predictive factors that were determined using the 

Systemic Lupus Activity Measure (SLAM) were significantly higher in African 

American women (p < 0.0001). Higher scores represented worse disease activity. The 

participants in this study certainly reported symptoms that indicated high disease activity. 

On the contrary, findings from a retrospective study by Cildag et al. (2019) indicated that 

there was no significant age-based difference in SLE symptoms at onset.  

Bertoli et al. (2008) noted increased disease activity in African American and 

Hispanic females of lower SES status. A few of the participants in the current 

researcher’s study were of low SES status due to loss of income. In both cases they 

experienced severe debilitation of joints. Zucchi et al. (2019) noted the prevalence of 

arthralgia on the initial presentation among all ages. Drenkard and Lim (2019) and The 

Lupus Foundation of America (2019) found a higher prevalence of lupus nephritis among 

African American and Asian women. The aforementioned finding was consistent with 

two African American participants’ report of lupus nephritis in this researcher’s study. 

One of the participants developed end-stage renal failure. 
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Delayed diagnosis was commonly reported in this researcher’s study and thought 

to be attributed to inappropriate testing. Gonzalez et al. (2015) compared the ANA test to 

the anti-dsDNA test for best methods to diagnose SLE. The authors found more positivity 

in the anti-dsDNA test than with the traditional ANA test, which is the most common 

testing method for SLE. All the women in the current researcher’s study reported having 

the ANA test with inconsistent results. In most cases, the ANA results had no bearing on 

early diagnosis. Several of the women reported getting a positive ANA and still remained 

undiagnosed.  

In the current researcher’s study, all the women reported going to the doctor 

repeatedly with complaints of pain and other physical symptoms. SLE is known as an 

elusive disease that mimics other diseases; thus, some primary care providers fail to 

associate the symptoms with this disease. Rees et al. (2017) confirmed frequent consults 

with doctors within 5 years prior to diagnosis of SLE with a median time to diagnosis of 

> 1 year from onset of symptoms. Mosca et al. (2018) evaluated early SLE symptoms 

compared to SLE-mimicking symptoms and found that increased knowledge by 

healthcare providers of clinical symptoms and serological testing in early onset of SLE 

may facilitate the healthcare provider to differentiate SLE from SLE-mimicking diseases. 

The data from this researcher’s study provided evidence of a variation of symptoms on 

initial presentation, some of which were quite vague. Mosca et al. (2018) and Sebastiani 

et al. (2015), note a high variability of symptoms at onset. Moreover, the women 

expressed psychological and emotional distress related to their physical symptoms and 

the seemingly tireless laboratory testing yielding no answers. Twumasi et al. (2019) 
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found in a qualitative study (n = 24) that participants perceived benefit from a peer-led 

chronic disease self-management program. A few of the women in the current study 

reported participating in lupus support groups and found it beneficial to with meet with 

peers. In a phenomenological study, Larsen et al. (2018) explored the experiences of 

being diagnosed with SLE. The identified themes were consistent with feelings expressed 

by women in this researcher’s study. In spite of on-going physical complaints and 

repeated non-informative doctor visits, the majority of participants continued to work 

through their experiences. They felt they “had to go on.” Solati et al. (2017) reported 

significant improvement in psychological symptoms and quality of life in SLE 

participants after partaking in a mindfulness-based cognitive therapy (p < 0.050).  

The second major theme, not hearing me, emerged from women being made to 

feel that healthcare providers were remiss in understanding their complaints and feelings. 

After seeking evaluation by several healthcare providers, the women reported that they 

felt a disconnect in communication with their healthcare provider. Some of the 

participants verbalized feeling that some doctors seemed disinterested and uncaring 

during their visits and described feeling discriminated against. Participants were recruited 

from the GOAL cohort, a study conducted among 427 African American women with 

SLE revealed that 80% of participants reported experiencing racial discrimination in 

healthcare and other domains (Drenkard & Lim, 2019). Hatfield-Timajchy (2007) 

reported similar findings in a qualitative mixed methods study of factors that contribute 

to delayed diagnosis and its impact. Hatfield-Timajchy also found that participants 
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reported feeling a lack of support by doctors with recurrent testing and repeated office 

visits. Several of the participants voiced frustration and felt they were at “wits end.” 

 The third major theme, the damage was done, arose from the women’s long-term 

efforts of seeking pain relief and delays in appropriate intervention. During their quest for 

a diagnosis, women were often treated with large doses of steroids for relief of pain and 

joint inflammation. Complaints of long-term joint damage were reported primarily 

among the older aged women, those who started having symptoms during their earlier 

years and endured arthralgias for greater than 5 years prior to diagnosis. The younger 

group of participants (those less than 40 years of age at diagnosis) seemed to report more 

skin problems, and organ damage such as kidney failure, heart arrythmias, lung problems, 

and debilitating fatigue. Sebastiani et al. (2015) found that of 122 patients, 31% presented 

with a malar rash at onset of symptoms. At least five of the women in this researcher’s 

study presented with skin rashes. Fatigue was consistently reported by all participants. 

Women seeking diagnosis of SLE face many challenges including the opportunity 

to disclose their life experiences. Leung et al. (2019) extracted four themes to enhance 

knowledge of the patients’ experiences with SLE. The four themes are similar with 

themes in the study, such as feelings of ambiguity, communication challenges, validation, 

and social support.  Husserl’s phenomenology facilitated this researcher to explore the 

participants’ perceptions and realities of their journey to diagnosis. It allowed the women 

to recall their experiences from within a consciousness that many had suppressed. 

Husserl assumes that there are features to any lived experience that are common to all 

persons who have the experience (Lopez & Willis, 2004). This assumption was found to 
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be true among women in this study as most of the participants had similarities in their 

experiences, particularly with joint pain and fatigue.  

 This study was predicated on four assumptions: 1) women with SLE experience 

delayed diagnosis, 2) women with SLE desire to share their experiences, 3) the results 

from the study will inform change in knowledge by health care providers regarding early 

recognition of SLE symptoms and prompt changes in clinical practice, and 4) the 

researcher will be able to bracket preconceived notions related to those affected with 

SLE. Based on the feedback from the women in the study, assumptions number one and 

two were met. All participants experienced some degree of delayed diagnosis (greater 

than 5 years) and each were eager to share their journeys from their individual 

perspectives. The third assumption remains to be determined. The fourth assumption was 

found to be true, that the primary researcher was able to bracket pre-drawn conclusions. 

Some of the primary researcher’s preconceived notions were found to be speculative. 

This primary researcher made a conscious effort to disassociate past notions and to allow 

an open mind during data collection. As noted by Husserl’s philosophy, true perceptions 

must be lived to be authentic in nature (Husserl, 1983). Additionally, this researcher was 

able to immerse into the participant’s world, bracket personal thoughts and feelings and 

embody the true essence of what the participants were conveying (Gutland, 2018). The 

findings from the data analysis were consistently synonymous with findings in the 

literature review. 

Summary 

 The philosophical underpinnings of Husserl’s phenomenology provided the  
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basis for this study. This descriptive phenomenological study allowed the researcher to 

immerse into the participant’s world and to inquire of their individual experiences while 

seeking a diagnosis of SLE. Data analysis was implemented using Colaizzi’s (1978) 

method. Transcripts from recordings were read and re-read for clarity. The findings 

identified valuable themes and subthemes that were used to create meaningful evidence 

to enlighten health care providers of the devastating effects of delayed diagnosis. Three 

major themes emerged: Searching for symptom relief, Not hearing me, and The damage 

was done. The recognition of subthemes allowed the researcher to delve deeply into the 

perspective of each individual lived experience and perceived subsequent lasting effects. 
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CHAPTER V 

SUMMARY OF THE STUDY 

 SLE is a multi-organ system autoimmune disease of significant complexity. The 

debilitating pain, musculoskeletal symptoms, fatigue, renal dysfunction and associated 

skin problems can interfere with the patients' ability to carry out ADLs such as work and 

participation in family and social activities (Sutanto et al., 2013). Participants in the study 

were often left with a plethora of challenges while seeking diagnosis. Leung et al. (2019) 

reported that participants' illness experiences during prediagnosis of SLE went largely 

unexplained by multiple physicians from various subspecialties. The women in this study 

complained of repeated unresolved visits to health care providers which was consistent 

with the findings of Leung et al. (2019). The results of a 2017 survey by The Lupus 

Foundation of America (2019) indicated that approximately 63% of persons with lupus 

reported misdiagnosis and more than half of those surveyed (55%) reported seeing four 

or more different health care providers before getting a diagnosis. The data from the 

lupus survey aligns closely with the findings in the literature. All of women (n = 17) 

experienced delayed diagnosis of SLE with an average time to diagnosis being 8 years. 

Several of the women experienced a misdiagnosis. 

This study delved into the participants’ subjective experiences, challenges and 

perceived health outcomes as they journeyed towards a diagnosis of SLE. Purposive 

sampling was used to acquire the study sample of seventeen women who were over the 
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age of 18 years. Semi-structured virtual, audio-recorded interviews via Zoom, FaceTime, 

and phone were conducted with participants who met study criteria. This chapter 

provides a concise overview of the study, analysis of the findings, conclusions and 

implications, and recommendations for further studies.  

Summary 

The purpose of this descriptive phenomenological study was to explore the 

meanings of participants’ experiences as they journeyed to obtain a diagnosis of SLE and 

the perceived impact on their health outcomes. The findings from this study were 

compiled with on-going data analysis over approximately twelve weeks of virtual data 

collection. The results disclosed many physical problems and delays experienced by the 

study participants. Three major themes were identified: Searching for symptom relief, 

Not hearing me, and The damage was done. 

The women in this study who were recruited from the Houston metropolitan area 

provided valuable insight into their life experiences while in pursuit of a diagnosis. Many 

of them were relieved to share their story and articulated very intricate details that 

sometimes caused a flurry of emotions. The first major theme, searching for symptom 

relief, was determined to be the overarching theme for the study. The overarching theme 

became apparent during interviews with all participants (n = 17) who reported being 

faced with challenges in seeking means by which to alleviate their symptoms.  

Discussion of the Findings 

 This was a descriptive phenomenological study. The sample consisted of 17 

African American women and one Hispanic woman. While 18 participants consented to 
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participate, one participant did not complete the interview process. The findings in this 

study proved to be consistent among participants. Three major themes provided insight 

into meanings of various challenges that the women experienced. The time spent during 

interviews provided meaningful information towards expanding the knowledge of the 

researcher of challenges faced by the women.  

 This researcher was able to parallel the participants’ experiences with those 

documented in the literature. As primary researcher, having the ability to bracket 

preconceived notions of SLE permitted full indulgence into an in-depth level of 

consciousness into the participants’ world. In addition to the aforementioned assumptions 

for this study, an additional assumption was identified. The assumption is that minority 

women with lupus are of low SES. While many women with SLE fall within the low SES 

ranking, many do not. Several of the studies included in the literature review indicated 

commonality of low SES among minority females with SLE. Among the women in the 

current researcher’s sample, there were only a few who were classified as low SES due to 

loss of employment and disability. In general, the assumption is not applicable to all 

minority women with SLE. However, health inequity was identified as a circumstance 

that several of the women have endured on their journey. 

 The study results were quite enlightening and provided invaluable information 

with which to inform primary healthcare providers of the effects of delayed diagnosis in 

SLE.  Also, several deficiencies related to adequate care by physicians were identified by 

participants including: (1) lack of caring, (2) poor communication skills, and (3) 

inadequate knowledge of appropriate diagnostic testing. The literature substantiates 
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recurrent delayed diagnosis in SLE. Based on the findings from this study, the researcher 

identified the necessity for improving knowledge of healthcare providers regarding SLE 

symptoms and diagnostic tests.  

 Gaps in the literature related specifically to the purpose of this study were 

identified. The LUMINA study was a landmark study that identified various risk factors 

that may predict onset and severity of disease in at-risk populations in SLE (Alarcon et 

al., 1998). Even now, several years since completion of the LUMINA study, there 

remains a limited number of original research studies in the literature that are related to 

seeking diagnosis. Building upon the findings from the LUMINA study, several studies 

have further investigated the predictive factors as well as, newer diagnostic testing in 

SLE. Still, a paucity of qualitative studies or RCTs related to the process of seeking 

diagnosis remain. Most of the studies found in the literature were treatment related and 

not applicable to this study. In recent years, more SLE research has focused on newer, 

innovative diagnostic testing that may improve time to diagnosis of SLE.  

Conclusions and Implications 

 Participants in the study were forthcoming with their perspective on challenges 

and outcomes of seeking a diagnosis of SLE. All of the participants were evaluated solely 

by physicians. Based on the study findings, the subsequent conclusions were drawn and 

certain implications for nurse practitioners are proposed: 

• Women seeking diagnosis of SLE experience significant physical and emotional 

challenges, hence the need for more empathetic healthcare providers. The 

implications for nurse practitioners (NPs) to make a difference are key. NPs are 
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vital as frontline health care providers, and as such should promote a caring 

environment where patients are made to feel comfortable to share their thoughts 

and feelings without fear of retribution. 

• Women were made to feel that their complaints are invalid by health care 

providers and other support systems and likely have better health outcomes with 

improved communication among health care providers. NPs are vital to improved 

outcomes in SLE. Patients should be referred to rheumatologists and other 

specialists early on with presentation of symptoms in instances where the NP is 

unsure of the diagnosis.  

• Women with persistent symptoms of SLE may hesitate to fully disclose their 

feelings for fear of being labeled. They need to feel uninhibited when seeking care 

from health care providers. 

• There is a growing prevalence of SLE in the US. Primary care providers need to 

improve knowledge of clinical manifestations and diagnostic criteria for SLE. 

• The evidence throughout the study shows that early recognition of SLE is 

imperative to prevent or minimize joint and organ function. Healthcare providers 

should be nonjudgmental and equitable with all persons seeking care. All patients 

deserve equitable health care no matter their ethnicity. 

• Women desire to be heard during encounters with health care providers and 

employers. Active listening by healthcare providers may improve their 

psychological ability to cope with their disease. 
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• Women who are seeking a diagnosis would benefit from support systems such as 

local chapters of the Lupus Foundation of America. NPs should seek to inform 

patients regarding SLE and expand efforts into community education. 

• Women in this study showed resilience and self-motivation to travail through 

difficult times. NPs should exhibit a caring demeanor when evaluating women 

with SLE symptoms. 

• Women may appear healthy overall yet, may be experiencing unobservable 

symptoms. It is well documented in this study that symptoms may range from 

mild to major from one visit to the next and should not be judged based on 

appearance. NPs should seek to recognize symptoms of SLE particularly among 

vulnerable populations such as African Americans, Hispanics, and Asians. 

Additionally, consideration of the symptoms and at-risk population should prompt 

at minimum a differential diagnosis of SLE. 

Limitations of the Study 

 Limitations of the study include a small sample size and a paucity of diversity of 

the sample which may be attributed to COVID-19. Additionally, most of the women were 

over 40 years of age. The younger aged patients (less than 30 years) were not well 

represented. Even with the sample size (n = 17), saturation of data was obtained with the 

ethnically limited sample in this study consisting of predominately African American 

women. The lack of diversity of the sample such as inclusion of Caucasians and Asians 

was also a limitation of this study and may be considered for future studies. 

 



 

 
  

64 

Recommendations for Further Studies 

 Recommendations for future studies are as followings: 

• Conduct additional qualitative studies with a more diverse sample of 

women. 

• Conduct a quantitative study of health care providers to assess their 

knowledge of SLE with pre and post educational intervention. 

• Conduct a qualitative research study to assess attitudes of health care 

providers towards SLE patients. 

• Conduct a community survey to evaluate knowledge of SLE in at-risk 

populations and how they perceive health care providers. 

• Conduct a study among women with SLE and assess their perception of 

the benefit of lupus support groups. 

• Conduct a qualitative study of caregivers’ attitudes towards patients with 

SLE. 

 This study explored the multi-faceted individual experiences of women as they 

journeyed toward diagnosis. Themes and subthemes were identified and provided the 

foundation on which health care providers may improve knowledge of challenges faced 

by those affected with this debilitating disease. Trustworthiness was evaluated using the 

framework by Lincoln and Guba (1985). The findings from the study provided thick 

descriptions of the phenomenon through specific details demonstrating patterns of social 

relationships and in some cases, the lack thereof. The findings are confirmable, 

dependable and they may be applicable to other qualitative studies involving chronic 
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diseases with similar samples. The findings were found to have credibility, dependability, 

and confirmability. All of the findings in the current study were directly shaped by the 

participants. This researcher has maintained transcripts, recordings, and field notes to 

meet the evaluative criteria of Lincoln and Guba (1985). All documents and recordings 

will be discarded two years after the closure of the study. 
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Evidence Table 

Analysis of SLE research studies  
 

Author/Date Study Design/ 
Aim 

Sample/  
Size 

Findings  Limitations Evidence 
Rating/Quality 

 
Alarcon et 
al. (1998) 

 
Descriptive 
Cohort 
 
Aim: To predict 
factors 
associated with 
disease activity 
in patients with 
recent onset less 
than or equal to 
5 yrs through 
measure of 
Systemic Lupus 
Activity 
Measure 
(SLAM) scores  
 

   
N = 229 
females 
70 
Hispanics, 
88 African 
Americans
, 
71 
Caucasians 
 

 
SLAM scores 
at entry were 
higher in AA 
(mean ± SD 
12.6 ± 6.9 and 
Hispanics 
(11.0 ± 6.2) 
than in the 
Caucasians 
(8.5 ± 3.7) (p < 
or = 0.001). 
- Predictive 
variables 
(SES, 
immunologic 
factors, abrupt 
disease onset, 
levels of 
helplessness, 
and abnormal 
illness-related 
behaviors)  

 
Limited 
predictors of 
disease 
activity. Needs 
further 
research of 
ethnic group 
differences in 
disease activity 
not explained 
by the 
measured 
factors.  

 
III 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 

Hatfield- 
Timajchy et 
al. (2007)  
 

Qualitative 
mixed methods 
 
Aim: to 
understand 
factors that 
contribute to 
delayed 
diagnosis & 
their effects via 
interviews, 
support groups 

N = 42  
Females: 
22 
Caucasian 
females 
and  
20 African 
American 
females 

- Lack of 
concern of 
physicians 
-Delayed 
testing and 
diagnosis 
-Repeated 
doctor visits 
prior to 
diagnosis 

- Small sample 
size 
 
- Information 
may not be 
generalizable 

IV 
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Author/Date Study Design/ 
Aim 

Sample/  
Size 

Findings  Limitations Evidence 
Rating/Quality 

Bertoli et al. 
(2008) 

Longitudinal 
cohort study 
 
Aim: To 
determine 
features 
associated with 
early onset of 
SLE 
 

N = 631 
Sample: 
African 
American, 
(AA) 
Hispanic, 
Asian, & 
Caucasian 
women 

94(15%) had 
acute disease 
onset. 
Multivariate-
analysis 
revealed 
increase disease 
activity in 
African 
Americans and 
Hispanics with 
lower SES  

 

Needs to be 
repeated with a 
larger cohort 
 
 
 
 
 
 

III 
 
 
 

      
Waldron et 
al. (2012) 
 

Qualitative 
 
Aim: To explore 
patient’s 
perception of 
receiving a 
diagnosis of 
SLE and what 
they 
experienced 
prior to 
diagnosis 

N = 43 
women 
 

Three themes 
Identified: 

- Diagnostic 
uncertainty and 
misdiagnosis 

- Consequences 
of diagnosis 

- Impact on 
individuals’ 
lives 

 

Need for future 
research 

IV 

Gonzalez et 
al. (2015) 

Mixed Methods 
Quantitative 
 
Aim: To 
determine most 
efficient 
approach to test 
for SLE using 
ANA titer & 
anti-dsDNA 

N = 644 
females 

Of 644 
participants, 78 
had positive 
anti-dsDNA 
with at least 
one test 
method. 
Findings 
suggest most 
efficient 
strategy to 
combine two 
diagnostic 
methods 

 

 

No specific 
limitations 
noted. Study 
findings are 
generalizable. 

III 
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Author/Date Study Design/ 
Aim 

Sample/  
Size 

Findings  Limitations Evidence 
Rating/Quality 

  
Sebastiani et 
al. (2015) 

Multicenter 
Prospective  
Aim: To collect 
information on 
clinical and 
serological 
findings at 
diagnosis 

N = 122 
Italian 
females  
(n = 103) 
(94.3%) 
females 
were 
Caucasian 

Moderate 
disease 
activity 
(symptoms) at 
onset 
suggesting 
severe disease 
at onset 

Limited 
sample 
population 

III 
 
 
 
 
 
 
 
 
 
 

Maloney et 
al. (2017) 
 
 
 

Quantitative 
Comparative 
Analysis  
 
Aim: To 
describe clinical 
features of 
disease activity 
using SLICC 
criteria through 
clinical 
interviews, 
physical exam, 
and lab data 
 

N = 150 
adult 
females 
with SLE 
in Jamaica  
 

Of 150 patients, 
145 (96.7%) 
were female, 
and five (3.3%) 
were male. 
Most prevalent 
of clinical 
SLICC criteria 
were musculo- 
skeletal with 
141 (94%), 
alopecia 103 
(68.7%) rash 46 
(30.7%). 
Findings 
consistent with 
persons of 
African 
descent. 

Limited 
sample 
population 

III 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 

Rees et al. 
(2017) 

Case-Control 
 
Aim: Compare 
primary care 
consulting 
behavior, prior 
to diagnosis 
(2) to develop 
and validate a 
risk prediction 
model 
 

N = 1739 
females 

Frequent 
consults with 
doctors within 
5 years prior to 
diagnosis. 
Median time 
from clinical 
presentation of 
SLE to 
diagnosis was 
> 1 year 

(1) 
Inconsistency 
in data 
collection 
among diverse 
centers 
(2) Small 
number of 
ethnic minority 
groups 

IV 
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Author/Date Study Design/ 
Aim 

Sample/  
Size 

Findings  Limitations Evidence 
Rating/Quality 

 
Solati et al. 
(2017) 
 

 
Randomized 
Controlled Trial 
Single Blind 
Aim: To 
determine the 
efficacy of 
mindfulness-
based cognitive 
therapy on QOL 
in SLE patients 

 
N = 46 
females 

 

Significant 
improvement 
seen in 
psychological 
symptoms and 
QoL between 
MBCT and 
control groups 
(p ≤ 0.050) 

 
(1) Limited 
generalizability 
of results 
(2) Small 
sample size 

 
II 
 
 
 
 
 

 
 
 
 
 

 
 

Larsen, et al. 
 (2018) 

Hermeneutic-
phenomenologic 
 
Aim: To explore 
the experience of 
being diagnosed 
with SLE as an 
existential 
phenomenon 
through repeated 
interviews from 
2013 to 2015 

N = 15 
females 

Three themes 
identified: - (1) 
standing in a 
swirl of events 
(2) standing on 
uneven ground 
(3) standing at 
a turning point 
with oneself 
and others 

Small sample 
size. Study 
should be 
replicated with 
larger sample 
to increase 
generalizability 

IV 
 
 
 
 
 
 
 
 
 
 
 
 
 
 

Leuchten et 
al. (2018) 

Cross-sectional 
cohort 
 
Aim: To add 
patient 
perspective to 
an expert Delphi 
approach 
 

N = 339 
Caucasian 
European 
women 
patient 
population 

(1) Majority of 
clinical 
manifestations 
recalled were 
consistent with 
published 
literature.  
(2) New 
findings 
(percentage of 
fevers and GI 
symptoms) 

  

Limited patient 
population 

III 
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Author/Date Study Design/ 
Aim 

Sample/  
Size 

Findings  Limitations Evidence 
Rating/Quality 

 
Mosca et al. 
(2018) 

Multicenter 
Cohort 
 
Aim: To 
distinguish early 
SLE symptoms 
and SLE-
mimicking 
conditions and 
to aid in earlier 
diagnosis using 
SLICC criteria 

N = 389 
early SLE 
 
N = 227 
SLE-
mimicking 
conditions 

Clinical 
symptoms and 
serological 
testing in early 
SLE may 
assist 
healthcare 
providers to 
differentiate 
between SLE 
and SLE-
mimicking 
conditions. 
 
 

(1) Limitations 
of the 1997 
ACR criteria 
and the 2012 
SLICC criteria 
(2) Small 
sample of 
Hispanic and 
African 
Americans 
 

III 

Cildag et al. 
(2019) 
 

Retrospective  
 
Aim: To 
compare clinical 
& laboratory 
findings at onset 
of SLE 
 

N = 72 
females 

No significant 
difference of 
SSX with age 
of onset- early 
vs late onset 
No significant 
difference with 
age of onset 
and symptoms 

Findings may 
not be 
generalizable 

V 
 
 
 
 
 
 
 
 
 

Drenkard & 
Lim (2019) 

Descriptive 
epidemiological  
Aim: To predict 
risk for lupus 
nephritis 

N = 742 
women 

Higher 
prevalence of 
lupus nephritis 
among African 
Americans and 
Asians 

Need to 
include a more 
diverse 
population 
 
 
 

V 
 

Leung et al. 
(2019) 

Descriptive 
phenomenologic 
 
Aim: To 
enhance 
researcher’s 
understanding 
of patients’ 
Experience with 
SLE 

N = 10 
females 

4 themes: 
Ambiguity, 
communicatio
n challenges, 
lack of 
validation, 
social support 
problems  
 

Small sample 
size; limited 
broad 
applicability 

IV 
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Author/Date Study Design/ 
Aim 

Sample/  
Size 

Findings  Limitations Evidence 
Rating/Quality 

 
Twumasi et 
al. (2019) 

Qualitative 
Aim: to explore 
the perceived 
impact of a 
peer-led self-
chronic disease 
self-
management 
program 
(CDSMP) 
 
 

N = 24 
females 

Participants 
perceived 
benefit from 
the 
intervention 
post CDSMP 

Needs 
additional 
studies 

III 
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Consent Form 

 

TEXAS WOMAN’S UNIVERSITY 
CONSENT TO PARTICIPATE IN RESEARCH 

 
Title: The Lived Experiences of Women During Their Journey to Diagnosis of Systemic Lupus 
Erythematosus 
 
Primary Investigator: Jacqueline B. Broadway, DNP, APRN, FNP-BC 
   Email: jbroadwayduren@twu.edu    713-563-1746 
Faculty Advisor:  Sandra K. Cesario, PhD, RNC, FAAN 

Email: scesario@twu.edu  713-794-2110 
 
 
Summary and Key Information about the Study 
 
You are being invited to participate in a research study conducted by Jackie Broadway-Duren, a student 
at Texas Woman’ University, as a part of her dissertation. The purpose of the study is to explore the 
participant’s perspective on the impact of time to diagnosis in Systemic Lupus Erythematosus (SLE) and 
the perceived influence on their health outcomes. You have been invited to participate because you are 
a woman with a diagnosis of SLE with at least four health care provider visits prior to diagnosis. As a 
participant you will be asked to take part in a face-to-face interview regarding your experiences with 
SLE. This interview will be audio recorded, and a code will be used to protect your confidentiality. The 
total time commitment will be approximately one hour and 30 minutes. Following the completion of the 
study you will receive a $20 gift card for your participation.  
 
Your participation in this study is completely voluntary. If you are interested in additional information 
about this study, please review this consent form carefully and determine your interest participating or 
not participating. Please feel free to ask the researcher any questions or voice any concerns you have 
about the study at any point in time. 
 
Description of Procedures 
 
As a participant in this study you will be asked to spend one hour in a face-to-face audio-taped interview 
with the researcher, approximately 20 minutes for completion of consent form and 10 minutes to 
complete demographic data at the end of the interview. The researcher will ask you questions about 
your experiences while seeking a diagnosis of SLE and your relationships or support from family and 
friends. You and the researcher will decide on a location where there is privacy, and when the interview 
will take place. You will be assigned a code to be used during the interview. The interview will be audio-
recorded, and notes taken so that the researcher can be accurate when studying what you have stated. 
In order to participate in this study, you must be female, able to read and speak English, age 18 or older, 
and have a diagnosis of SLE. 

            
 
 
 

__________ 
Initials 

Page 1 of 3 

Approved by the 
Texas Woman's University 
Institutional Review Board 

Approved: September 6, 2019 
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Demographic Data Form 

Code name _______________________ 
 
1.  What is your age? ________________     Age at diagnosis of SLE? ___________ 
 
2.  What is your sex?  Female ____    Male ____        Transgender Female ______ 

Transgender Male _______ 

3.  What is your marital status? Single ___ Married/Partnered ___ Separated ____     

Divorced ____      Widowed ____ 

4.  What is the highest grade -level completed? High School ___ College degree ____ 

Graduate degree ____   Post-graduate doctorate _____ 

5.  How many people are living in your household?  __________________________ 
 
6.  Do you have health insurance? Yes___ No ___   If yes, what type of insurance? 

Private insurance ___  Medicaid ___      Medicare ___   Self-pay ______ 
 
7.  With which racial or ethnic category do you identify? 

African American ____      Asian/Pacific Islander ___     Caucasian ___    Latino ____   

Mixed _____   Other: ______________________________ 

 
8. With what denomination or faith tradition do you most closely identify? 
___________________________ 
 
9.  Do you have a first degree relative with an autoimmune disease? Yes, ___   No ___ 
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Interview Guide Questionnaire 
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The Lived Experience of Women During Their Journey to Diagnosis of SLE 

Interview Guide 

Research question: What are the lived experiences of women seeking a diagnosis of 

systemic lupus erythematosus with greater than 3 health care provider visits prior to 

diagnosis? 

Purpose: To explore meanings of the participant’s life experiences, their perceived 

challenges of delayed diagnosis, and the influence on their health outcomes. 

Interview Questions: 

Tell me what happened while you were trying to get a diagnosis of SLE. 

1. What are the challenges you experienced in seeking a diagnosis of SLE? 

 Tell me about the specific challenges that affected you.  

2. What happened when you presented to the healthcare provider (s) with complaints of 

SLE symptoms? Tell me what happened when you were diagnosed. 

 What was helpful and what was non-helpful?  

3. Please tell me about any symptoms you experienced during the time while seeking a 

diagnosis? How did you address the symptoms? 

4. What factors do you think contributed to a delayed diagnosis? 

5. How has this delayed diagnosis of SLE affected you?  Family and friends? 

 How did you deal with daily activities during the delay?  

6. What else would you like for me to understand? 

 What would you do differently if you could? 


