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Abstract 

The purpose of this study was to understand the phenomenon of individual and family 

resilience in families living with HIV/AIDS. Recent research has focused on the 

negative impacts of HIV/AIDS, however, little attention has been given to the 

strengths of how individuals and their families live well with HIV/AIDS. The study 

explores the process of how individuals and their loved ones overcome the unique 

challenges they may face when living with HIV/AIDS.  Illness narratives about living 

with HIV/AIDS (N = 73), were collected from two websites, thebody.com and the 

experinceproject.com. The narratives were analyzed using qualitative grounded theory 

methodology to create a process model of resiliency. I explored the following 

questions: (1) What is the process of developing resilience among individuals living 

with HIV/AIDS who have support? (2) How do people living with HIV/AIDS 

describe their individual and family strengths? (3) How do people living with 

HIV/AIDS describe the aspects of family resiliency? (4) What key processes of Froma 

Walsh’s family resilience model are similar or different with the model in this study? 

The model captures a full range of processes individuals and families undergo to 

develop resilience and highlights phases in which family members join forces and live 

well with HIV/AIDS. Clinical implications are discussed and future research 

suggestions. 

Keywords: Resilience, Living with HIV/AIDS, Grounded Theory 
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CHAPTER I 

INTRODUCTION 

 HIV/AIDS continues to be a serious worldwide challenge that impacts families 

in a multitude of ways. According to the Centers for Disease Control and Prevention 

(CDC) (2016), approximately, 1.1 million people in the U.S. were living with HIV at 

the end of 2010; of those, an estimated 47,5000 were newly infected that year. Data 

from the World Health Organization (WHO) showed that in 2012, 35.3 million people 

worldwide were living with the disease. HIV/AIDS is one of the most complex 

diseases in history and has continued to significantly increase in prevalence.  

Over the years, treatment options for HIV/AIDS have improved tremendously 

(CDC, 2016). With these advances in treatment, people with HIV can live longer, with 

a better quality of life. Proper treatment, can radically prolong the lives of those 

infected with HIV. If the virus is detected and treated before it advances, many people 

with HIV can live just as long as people without it. Medical advancements have 

changed the outlook on HIV from what was once considered a death sentence in the 

late 1980s and 1990s to something that is now treated as a chronic illness.  

The advancement of medical interventions for HIV have changed the way 

individuals live with HIV and, in turn, how their families live with it. Over the years, 

an over-emphasis on pathology and assumptions of family causality in the field of 

mental health research and treatment have heavily influenced what we know about 

HIV/AIDS. In the past, researchers tended to focus on the individual impact of 

HIV/AIDS and the negative outcomes for people living with it. This research provided 
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useful insights for health professionals and family practitioners. However, in recent 

years, researchers and health professionals have progressively acknowledged the vital 

importance of the family in health promotion and disease prevention (Pequeganat, 

2012).  

 For every individual living with HIV/AIDS, there are parents, children, 

siblings, aunts, uncles, friends, and partners in the family constellation who are 

affected as well (Rotherman-Borus, Flannery, Rice, & Lester, 2005). The negative 

effects of HIV/AIDS have been addressed with an emphasis on the individual. Now 

that HIV/AIDS is considered a chronic illness (Reid, Kitchen, Kendall, & Deutsch, 

2005), individuals who know their status and are receiving treatment are living longer. 

This inevitably changes how families adapt (Arestedt, Persson, & Benzein, 2013). 

Researchers have explored the effectiveness of social support from family and friends 

in prolonging life and giving comfort to individuals living with HIV (Pequeganat, 

2012). According to some researchers, this social support directly promotes healthy 

behaviors and overall health (William, 1981; Bor, du Plessis, & Russel, 2004). Other 

researchers have found that social support acts as a direct form of protection from 

difficult stressors (Cohen & Wills, 1985; House, 1981). Now more than ever, the focus 

of HIV/AIDS research needs to shift to include the family.   

In the past two decades, family therapy research has shifted from focusing on 

family deficits to considering family strengths (Nichols & Schwartz, 2000). This 

refocusing needs to be expanded to include families living with HIV/AIDS. Shifting to 

a contextually grounded focus on families’ resilience supports the development of 
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preventative clinical interventions that are more cost-effective than those designed to 

target families already in crisis (Patterson, 2002). According to Walsh (2002), 

adopting a family resilience approach can: 

fundamentally alter the deficit-based lens from viewing troubled families as 

damaged and beyond repair to seeing them as challenged by life’s adversities. 

Rather than rescuing so-called “survivors” from dysfunctional families, this 

approach engages distressed families with respect and compassion for their 

struggles, affirms their reparative potential, and seeks to bring out their best. 

(p. 130) 

Studies have consistently shown that the family directly and immediately helps 

individuals with HIV/AIDS cope with their unique adversities (Pequegnat & Bray, 

1997; Pequegnat & Szapocznik, 2000). These findings need to be further developed 

through an exploration of how individuals and families living with HIV/AIDS develop 

the capacity to heal, strengthen, and become resilient.   

To date, few researchers have focused on family strengths and resilience when 

coping with and living with HIV/AIDS. The significant deficit in the literature of 

studies exploring strengths and resilience with a chronic illness that affects 1.1 million 

people in the U.S. alone is concerning. Somehow individuals and families are coping 

with and overcoming the challenges posed by this illness. It would be important and 

useful for research to explore how families do it. Walsh (2002) explains that although 

“some families are shattered by crisis or persistent stresses, others emerge 

strengthened and more resourceful” (p. 130). A family-resilience-based approach 
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centers on the argument that families have the potential to bounce back and grow from 

difficulty (Walsh, 2002). Unfortunately, researchers have yet to examine the factors 

that enable individuals and families living with HIV/AIDS to build resilience.  

 Importance and Problem Statement 

HIV/AIDS is a family affair, but previous studied have predominantly focused 

only on the individual. Therefore, studies that incorporate family aspects are 

warranted. The context of HIV/AIDS has changed over time, and the research needs to 

reflect this change. Furthermore, few studies have focused primarily on the strengths 

of families living with HIV/AIDS. It is important to understand the full range of 

processes that families adopt to increase resilience when affected by HIV/AIDS. This 

knowledge can be used to develop interventions that can be implemented in many 

different settings. Systemic interventions for HIV/AIDS are rare, which significantly 

limits families’ access to mental health and support service (Rapkin & Mellins, 2011). 

Family-based interventions are viewed as beneficial in preventing and 

lessening the psychosocial distress associated with adapting to HIV/AIDS (Pequenat 

& Bray, 1997; Pequegnat & Szapocznik, 2000). They offer help to the individual 

living with HIV/AIDS, as well as to the family members who must also adjust to this 

chronic illness. It is difficult to engage families in treatment because of the stigma still 

associated with HIV/AIDS. If intervention efforts could aim to build family strengths 

and increase family resilience, this barrier could be overcome. The more we can learn 

from these families, the better chance we have of attending to their unique needs. 
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Personal Stake and Study Boundaries 

One of the things that makes me most curious is the question, “How people 

find the strength to go on at times when they feel they have nothing left to give?” It 

has always made more sense for me to focus on strengths rather than weaknesses. I 

think the world is beautiful; and when I look for the beauty in life, I see it everywhere. 

Yes, I acknowledge the bad things, but I tend to look to the good things. My optimistic 

approach in life has profoundly influenced my work as a therapist and researcher. 

Qualitative research is an art; it creates another reality and allows me to share what I 

discover with other people. 

My life experiences and work as a marriage and family therapist have instilled 

in me a deep conviction in the inherent resilience of families and the essential worth of 

their strengths. I believe families have a great deal to teach us, which is why this study 

is so meaningful to me. As a therapist, I have been privileged to work with individuals 

and families living with HIV/AIDS. My clients’ stories made me aware of the 

resilience in these families, and I wanted to know more. My purpose for conducting 

this study was to bring a systemic lens to HIV/AIDS; empower families; reduce 

pathology; and shed light on how families living with HIV/AIDS are courageous, 

resourceful, competent, valuable, and inspiring. 

There are several boundaries involved in this study. First, I am aware that the 

grounded theory I developed in the study is based on my views and cannot exist 

outside of them. Second, I acknowledge that the data is a representation of the 

phenomenon and not an objective truth, as the grounded model is shaped by multiple 
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realities. Third, I recognize that it is impossible to take a one-model-fits-all approach 

to studying the resilience of families living with HIV/AIDS. One of my primary 

intentions as the researcher for the study was to understand key processes that can 

strengthen these families, allowing them to overcome the challenges they may face 

with an HIV/AIDS diagnosis. 

Purpose Statement and Research Questions 

I conducted this study for many purposes. First, I wanted understand and 

explore the full range of processes families undergo to develop resilience when living 

with HIV/AIDS. Second, I wanted to build on the existing research by highlighting the 

strengths of not only the individuals living with HIV/AIDS, but also their families. 

Third, I conducted this study as a means of stepping away from the problem-saturated 

discussion around HIV/AIDS and initiate a strength-based discussion. Fourth, I 

wanted to offer a systemic view that attends to the role of context, instead of 

maintaining an individual focus that presents HIV/AIDS as an isolated problem. 

Lastly, I intended for the results of this study to empower families and contribute to 

the development of family resources. 

This study was designed to create a grounded theory model that would explore 

the strengths and resilience of families living with HIV/AIDS. This study used the 

individual perspective of living with HIV/AIDS by using blog data. For the purposes 

of this study, family resilience was generally defined as “coping and adaptational 

processes in the family as a functional unit” (Walsh, 2006, p. 15).  Family was defined 

as a network of mutual commitment, (National Institute of Mental Health (NIHM) 
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Consortium of Families and HIV/AIDS, Pequegnat & Bray, 1997; Pequegnat & 

Szapocznik, 2000). This definition is intended to encompass the wide diversity in 

family composition and be inclusive of various constellations (Mellins, Ehrhardt, 

Newman, & Conrad, 1996). 

I chose the grounded theory approach for this study, because it presents a good 

fit for studying the strengths and resiliency factors of families living with HIV/AIDS. 

Grounded theory research tends to be guided by a research question that is broader 

than usual (Glaser & Strauss, 1967; Strauss & Corbin, 1990). In the grounded theory 

tradition, not all concepts pertaining to a given phenomenon are known, and the 

relationships between these concepts are equally unknown (Strauss & Corbin, 1990). 

Therefore, the researcher avoids picking a narrow research question because it could 

cause him or her to miss out on what is in the data and result in a less credible theory. 

In other words, a narrow research question would not only limit the researcher’s 

‘ability to explore ideas in the data, but also make it difficult to build an overall well-

developed theory. For this study, I explored the following questions: 

1. What is the process of developing resilience among individuals living with 

HIV/AIDS who have support? 

2. How do people living with HIV/AIDS describe their individual and family 

strengths? 

3. How do people living with HIV/AIDS describe the aspects of family 

resiliency? 
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4. What key processes of Froma Walsh’s family resilience model are similar or 

different with the model in this study?  
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CHAPTER II 

LITERATURE REVIEW 

 

HIV/AIDS 

 

Background  

 

 Human Immunodeficiency Virus (HIV) is a progressive illness that can 

advance to Acquired Immunodeficiency Syndrome, commonly referred to as AIDS 

(CDC, 2016). Currently, there is no cure for the HIV, so once a person contracts it, the 

virus will live in his or her body for life. HIV is a “virus spread through certain body 

fluids that attack the body’s immune system, specifically the CD4 cells, often called T 

cells” (CDC, 2016, About HIV/AIDS section, para. 1). As time goes on, HIV can 

destroy so many of these T cells that the body eventually becomes unable to fight off 

infection and disease. Once this occurs, HIV infection leads to AIDS. Oftentimes, 

opportunistic infections or cancers can benefit from this very weak immune system 

and indicate that the person is living with HIV/AIDS.  

Historical Context 

Scientists discovered that the source of HIV infection in humans was the 

Simian Immunodeficiency virus (SIV). SIV likely spread to humans and mutated into 

HIV when humans hunted these central African chimpanzees for food and came into 

contact with their contaminated blood (CDC, 2016).  As time went on, the virus 

slowly spread across Africa and made its way worldwide. Studies indicated that the 

virus has existed in the Unites States since at least the 1970s.  
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HIV was first recognized in the U.S. (Gottlieb, Ragaz, Vogel, Friedman-Kien 

& Rywlin, 1981), and attention about this disease, and mode of viral transmission 

immediately resulted in a focus on individual welfare, individual justice, and 

individual freedom (Spiegel, 1982). This was the starting point of taking an individual 

perspective of the diagnosis, without exploring how it influenced the family system. 

The first individuals to be diagnosed HIV/AIDS were gay men, so early on, the 

disease was termed Gay-Related Infectious Disease, or GRID (CDC, 1982). At the 

time, gay men in America were commonly believed to be living alone and in unstable 

partnerships. They were routinely stigmatized and highly discriminated against (Bell 

& Weinberg, 1978). The perceptions and assumptions made about gay men not only 

increased the stigmatization of HIV/AIDS, but also framed it as a sexual disease that 

only affects the individual. The impact of the disease on families, and the strengths 

those families displayed in overcoming the challenges associated with what was then 

seen as a terminal illness, were critically overlooked. 

 In contrast to early transmission patterns of HIV/AIDS, it is now known that 

more than 90% of the world is infected with HIV heterosexually (Rotherman-Borus et 

al., 2005). In many countries, individuals diagnosed with HIV/AIDS typically live in 

extended family systems or family clusters and do not have access to treatment 

(Keeleba, Kadowe, Lalinaki, & Williams, 2000; Zimmer & Kwong, 2003). Yet, 

services and research for people living with HIV continue to predominantly focus on 

the individual; this is more congruent with the early knowledge about HIV/AIDS and 

is at odds with the current context (Rotherman-Borus et al., 2005). Our current 
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understanding of HIV/AIDS pivots away from the longstanding individual framework 

and presents a need to focus on the impact of the disease on the families. Furthermore, 

it is important to understand how families have adapted to the transformation of 

HIV/AIDS from a terminal disease to a chronic illness, but first general prevalence 

rates will be discussed.  

General Prevalence Rates 

 Worldwide situation and trends. Data from the World Health Organization 

indicated that at the end of 2014, 36.9 million people worldwide are living with HIV. 

In 2014, 2 million people have been newly infected with HIV, and around 1.2 million 

have lost their life to HIV since the beginning of the epidemic (WHO, 2015). 

Globally, it is estimated that 0.8% of adults between the ages of 15- 49 years old are 

living with HIV. The epidemic continues to differ substantially between countries and 

regions, however, Sub-Saharan Africa is currently the most affected with nearly 1 in 

every 20 adults living with HIV.  

United States. Approximately, 1.1 million people in the United States were 

living with HIV at the end of 2010 (CDC, 2010). Each year, about 50,000 people get 

infected with HIV in the United States. In the United States, 1.2 million were living 

with HIV in 2012. In 2010, the South accounted for 45% of the estimated 33,015 new 

AIDS diagnoses in the 50 states and the District of Columbia, followed by the 

Northeast (24%), the West (19%), and the Midwest (13%). 

Race/Ethnicity. Within the Unites States, reports on new HIV infections in 

2010 by race/ethnicity indicated that: Blacks/African Americans accounted for an 
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estimated 44%; followed by Whites (31%), Hispanic/Latinos (21%), Asians (2%), 

Multiple Races (1%), American Indian/Alaska Native accounted for an estimated 

(<1%), and Native Hawaiian/Other Pacific Islanders (<1%) (CDC, 2010).  

Transmission. New infections in the United States by transmission category 

for 2010 indicated that: Gay, bisexual and other men who have sex with men (MSM) 

accounted for an estimated (63%), followed by heterosexual contact (25%), Injection 

drug use (IDU) (8%), and MSM + IDU (3%) (UNAIDS, 2014). In women, new HIV 

infections were transmitted primarily through heterosexual contact (84% in 2010) or 

injection drug use (16% in 2010). Approximately, 20% of women accounted for new 

HIV infections in 2010, and 23% of those living with HIV in 2011. 

HIV as a Chronic Illness 

At one point in time, HIV/AIDS was viewed as a terminal disease, commonly 

understood to be a death sentence for the diagnosed individual. More recently, 

treatment developments and medical advances have enabled individuals diagnosed 

with HIV/AIDS in the U.S. to live for many years after being diagnosed (Emlet, 

Tozay, & Raveis, 201; Reid, Kitchen, Kendall, & Deutsch, 2005). A significant 

advancement, antiretroviral therapy, has been used successfully to treat individuals 

living with HIV/AIDS, making it possible for them to live long, relatively healthy 

adult lives. Due to these advancements, HIV/AIDS has come to be considered a 

chronic illness. A study focusing on the lifetime costs of HIV care indicated that an 

individual receiving care in 2006 lived, on average, for 24 years after contracting the 

virus (Schackman et al., 2006). Without treatment, people living with HIV/AIDS can 
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usually survive about 3 years. According to the CDC (2010), in 2007 approximately 

156, 511 individuals over the age of 50 were living with HIV/AIDS in the U.S.; this 

constituted a significant increase from the 105,855 individuals living with it in 2004.   

To date, no safe or effective cure is available. As of now, scientists are hopeful 

and continue to work on finding a cure (CDC, 2010). Until then, people who are aware 

of the diagnosis and have the resources to get treatment can potentially control the 

HIV. Treatment for HIV is usually referred to as antiretroviral therapy or ART. Not 

only can this treatment prolong the lives of many people living with HIV/AIDS, it also 

lowers the chance of passing the disease on to others. Prior to ART’s in the mid-

1990’s, the HIV could progress into AIDS in just a few years. Now, if a person living 

with HIV is treated before the disease is to advanced, he/she can experience a normal 

life expectancy, have HIV-free children, and improve their overall quality of life 

(Farber, Schwartz, Schaper, Moonen, & McDaniel, 2000).   

As life expectancy increases for individuals living with HIV/AIDS and 

medical treatment continues to advance, there is a much greater need to understand 

how families bounce back from the diagnosis and overcome the related adversities. 

Continuous advancements in medical managements have led to an increased 

possibility of creating and maintaining long-term family relationships (Fergus, & 

Zimmerman, 2005). Now more than ever, exploring individual and family resilience is 

a salient issue.  
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Individual Living with HIV/AIDS 

Getting diagnosed with HIV/AIDS is a life-changing experience (Moser, 

Sowell, & Phillips, 2001). Individuals living with HIV/AIDS must overcome several 

unique challenges physically, socially, and emotionally. It is important to 

acknowledge these challenges to get a better understanding of what families living 

with HIV/AIDS have to overcome. 

Physical challenges. In the early stages of HIV, flu-like symptoms can 

include: “fever; chills; rash; night sweats; muscle aches; sore throat; fatigue; swollen 

lymph nodes; or mouth ulcers” (CDC, 2016). Not all people living with HIV will 

experience physical symptoms, and for some the symptomatic effects of HIV may not 

show up at all for 10 years or more. If the HIV infection progresses to AIDS, 

symptoms include: “rapid weight loss; recurring fever or profuse night sweats; 

extreme and unexplained tiredness; prolonged swelling of lymph glands in the 

armpits, groin, or neck; diarrhea that lasts for more than a week; sores of the mouth, 

anus, or genitals; pneumonia; red, brown, pink, or purplish blotches on or under the 

skin or inside the mouth, nose, or eyelids; memory loss or other neurologic disorders” 

(CDC, 2016).  

Emotional and social challenges. HIV infection can cause significant 

insecurity and uncertainty (Hoy-Ellis & Fredriksen-Goldsen, 2007), sometimes 

resulting in a sense of hopelessness (Kylma, Vehvilainen-Julkunen, & Lahdevirta, 

2001). Individuals living with HIV/AIDS can experience stigma and rejection 

(Crawford, 1996; Mak, et al.. 2006; Mak, et al., 2007) that can alter their outlook, their 
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lives, and their interactions with others (Moser et al., 2001) The stigma associated 

with HIV/AIDS is greater than that associated with other illnesses (Crawford, 1996; 

Mak et al., 2006; Van Rie et al., 2008). Diagnosed individuals will often hesitate to 

reveal their status due to the fear of social rejection (Greeff et al., 2008; Waddell & 

Messeri, 2006); shame, also referred to as internal stigma; social isolation; or suicidal 

thoughts (Balthip, Boddy, Kong-In, & Nilmanatt, 2011).   

Depression is prevalent among individuals living with HIV/AIDS, with 

evidence suggesting that up to one third of people living with HIV/AIDS may be 

experiencing clinical depression (Benton, 2008).  One study that focused on suicidal 

ideation and attempted suicide among women living with HIV/AIDS (Cooperman & 

Simoni, 2005) found that 78% of the women had suicidal thoughts following their 

diagnosis, and 26% reported a suicide attempt after being diagnosed. There is clear 

evidence to suggest that individuals living with HIV/AIDS are at psychological risk as 

they adjust to the diagnosis (Bhatia, Hartman, Kallen, Graham, & Giordano, 2011; 

Ceisla & Roberts, 2001; Cooperman & Simoni, 2005). Some studies have revealed 

significant rates of depressive symptoms among older individuals living with 

HIV/AIDS (Grov, Golub, Parsons, Brennan, & Karpiak, 2010; Heckman, Kochman, & 

Sikema, 2002). 

Families Living with HIV/AIDS 

Individuals infected with HIV/AIDS are not the only ones affected; their 

families are impacted as well (Boyd-Franklin, Steiner, & Boland, 2001; Pequegnat et 

al., 2001; Pequegnat, & Szaponick, 2000; Shuster et al., 2000). According to 
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Pequegnat and Bray (1997), the family has to adapt to the following experiences as a 

result of their loved ones’ HIV/AIDS diagnosis: 

(a) trauma and fears about recurring acute illness episodes and impeding 

losses; (b) grief for the loss of one’s physical health; (c) isolation and rejection 

from other family members and friends, contributing to the deterioration of 

marital and nuclear family relationships; (d) uncontrolled emotions resulting 

from the illness (e.g. depression, hopelessness, feelings of loss, confusion, 

loneliness, fear, and suicidal ideation; (e) guilt about having infected loved 

ones and fear of further infection, either physical contact or future pregnancies; 

(f) difficulty in maintaining any “normalcy” or routine in living and loss of 

predictability and control in life; (g) anxiety related to lack of financial 

support, sexual involvement, and medical outcome; (h) the overwhelming task 

of relating to multiple health and mental health providers, along with lack of 

good medical care and counseling; (i) lack of available and affordable housing 

and related services due to stigma associated with HIV infection; (j) possible 

need to address problems of substance abuse and change lifestyle; (k) lack of 

respite from providing care and expressions of concern because of 

unavailability of alternative child care; (l) need to place for bereavement and 

future of survivors; and (m) handling the stigma. (p. 5) 

Several research studies have pointed out the negative impact of HIV/AIDS on 

families. There is no doubt that the diagnosis immediately and directly impacts the 

children, spouses, and extended family members of the diagnosed individual. The 
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reach of HIV/AIDS is far beyond individual illness and death (Rotheram-Borus, 

Flannery, Rice, & Lester, 2005). An HIV/AIDS diagnosis “influences the family’s 

structure, economic resources, migration patterns and development life cycles 

(Rotheram-Borus et al., 2005, p. 980). This illness is a global health concern that 

raises significant social problems as a result of the existing focus on individual-

oriented services. 

Barnett and Whiteside (2003) argued that HIV impacts families “first and 

worst” (p. 416); this claim creates a shift in understanding how families succeed, 

which often goes unacknowledged. Focusing on the resilience and strength of families 

affected by HIV/AIDS could shift the attention from family deficits and pathology to 

family empowerment. This shift has the potential to lead to the development and 

recognition of successful interventions that tap into families’ resources and strengths, 

helping them overcome adversity (Walsh, 2002). 

Family Dynamics 

Families living with HIV/AIDS have to shift their life in several ways.  The 

disclosure process can be stressful for families and learning about the illness can 

interrupt family roles and relationships (Simoni et al., 1995; Weiner et al., 2007; 

Adedimeji, 2010). When disclosing to a spouse or partner, there is the potential for 

negative consequences in the family (Rothenberg & Paskey 1995; El-Bassel et al., 

2010) and HIV-related stigma can affect not only the individual but the entire family, 

leading to loneliness and rejection in some communities (Fullilove & Fullilove 1989; 

Bor et al., 1993; Remien & Mellins, 2007). Disclosure is a process and involves 
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several aspects that can create multiple issues (Pequegnat, 2012) For example, what is 

being disclosed (e.g., how the HIV was transmitted), to whom (e.g., spouse, child, 

partner), and the disease progression (e.g., early HIV diagnosis, or AIDS). Several 

researchers have identified that social support is crucial around the time of disclosure 

to parents and children (Murphy, Roberts, & Hoffman, 2002; Murphy, Marelich, Dello 

Stritto, Swendeman, Witkin, 2002). 

In addition, stigma can be experienced by the whole family, and even more so 

when HIV was contracted through sex or drugs (Pequegnat, 2012). Stigma about HIV 

can create conflict and shame for families (Herek, 1999). Stigma and shame are key 

factors contributing to the AIDS epidemic (Pequegnat, 2012). Due to stigma, 

individuals living with HIV fear disclosure, including to their families. When 

individuals do not disclose it can have serious consequences, such as high-risk 

behaviors with sexual partners, failure to reach out for social support from family and 

friends, and failure to get proper life-saving treatment. Individuals living with 

HIV/AIDS and their families not only can experience rejection from friends, but job 

loss, and harassment could occur.  

Lack of knowledge about HIV/AIDS can leave family members unclear of 

how they can help (Levine et al. 2010).  Families need to overcome competing 

demands by balancing family member’s time, energy, and resources among multiple 

problems (Stoller & Pugliesi, 1989; Boyd-Franklin & Boland, 1995). Family members 

cope with HIV within the context of their relationship histories and previous attempts 

to cope with a host of stressors (Atwood & Weinstein, 2010). Furthermore, like many 
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other chronic illnesses, family members assume caregiving roles, oftentimes with 

minimal support and may succumb to high levels of stress and ultimately caregiver 

fatigue (Rapkin & Mellins, 2011).  

Additionally, researchers have found that reciprocal communication, problem 

solving skills, warm affect, social support (within and outside the family), and 

caregiving are predictive of positive outcomes for families living with HIV/AIDS 

(Bray, 1995; Hadley et al., 2009).  HIV/AIDS can place a large amount of distress on 

family systems and families must cope with an unpredictable illness while managing 

everyday chronic and acute stressors (Pequegnat, 2012). The level of family stress can 

be influenced by how well families’ problem solve and cope together with issues. Due 

to the uncertainty of unique challenges families will face when living with HIV/AIDS, 

family members need to have flexible coping skills that can be useful to a wide range 

of circumstances.  

Families Living With Chronic Illness 

 The predominant focus in the existing literature on chronic illness is on the 

individual perspective; there is an increasing need to focus on the relational aspects. 

Individuals living with chronic illness have reported that companionship and social 

interaction are extremely appreciated (Lunman & Jansson, 2007), and opening up to 

others about their experiences with the illness is very important (Kralik, Brown, & 

Koch, 2001; Lindsey, 1997). People who can talk about living with HIV/AIDS have 

reported a sense of security (Burstrom, Brannstrom, Boman, & Strandberg, 2012) and 

belonging (Lunman & Jansson, 2007) in feeling that they are not alone. The results of 
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these studies show that spouses and other family members play a significant role in the 

lives of people diagnosed with a chronic illness. Studies designed to explore couple 

dynamics have revealed that sharing the burden with family members can be of benefit 

in getting through the significant challenges associated chronic illness (Eriksson & 

Svedlund, 2006). 

In designing research related to families living with HIV/AIDS it is helpful to 

understand how families live with chronic illness in general. Families adjust to the 

impact of psychosocial challenges associated with chronic illness over time, passing 

through various stages in the adaption process (Rolland, 1994).  The process of 

adapting to chronic illness is usually never easy, and with each change and transition, 

the family must rearrange and reshape (Walsh, 1996). A chronic illness that demands 

long-term care will present different challenges than an unexpected crisis, to which the 

family can react quickly and then return back to its routines. One study found that 

families who acknowledged the reality of the chronic illness and their feelings of 

vulnerability, were able to shift their focus to adapting and decision making 

(Eggenberger, Meiers, Krumwiede, Bliesmer, & Earle, 2011). In families adjusting to 

a chronic illness requiring long-term care reintegrate and use intentional caring 

approaches; the sense of commitment within the family benefits current and future 

family life.  

Resilience 

Resilience “can be defined as the capacity to rebound from adversity 

strengthened and more resourceful. It is an active process of endurance self-righting, 
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and growth in response to crisis and challenge” (Walsh, 2006, p. 4). Resilience 

involves more than just “surviving, getting through, or escaping a harrowing ordeal” 

(Walsh, 2006, p. 4). For example, resilience allows people to heal from painful 

experiences, take control of their lives, and move forward in the direction of living to 

the their fullest (Walsh, 2006). Resilience is built by openness to experiences and 

interdependence with others (Bonanno 2008; Luther, 2006).  

Individual Resilience  

In order to strengthen future family resilience research efforts, it is important to 

first acknowledge some studies that have been conducted on individual resilience. A 

growing amount of research over the recent decade has enriched and expanded our 

understanding of resilience (Masten, 2001). Most studies do not find that resilient 

individuals keep a steady state of competence and high functioning through adversity, 

as other research studies have proposed (Bonanno, 2008).  Resilience involves 

dynamic processes that foster positive adaptation in context of significant adversity 

(Bonanno, 2008; Luthar, 2003).   

 Higgin’s (1994) studied resilient adults and found that these individuals 

became stronger through being tested often, enduring suffering, and found strengths 

they might not have developed otherwise. One study published in family therapy 

examined specific strength of healthy adults who showed individual resilience factors 

despite living in dysfunctional (i.e., abusive, alcoholic) families (Wolin & Wolin, 

1993).  

 



 Texas Tech University, Ashlee Miller, May 2016 

22 

 

 

Several studies have been conducted to explore the factors of resilience among 

people faced with various stressful life events, including a wide range of mental and 

physical diagnoses. Other studies have focused on exploring personality traits that 

mediate physiological processes and allow extremely overwhelmed individuals to 

cope well and stay healthy (Antonovsky, 1979; Dohrenwend & Dohrenwend, 1981; 

Holmes & Masuda, 1974; Lazarus, 1991; Lazarus & Folkman, 1984). Building on 

earlier ideas about resilience, researchers proposed that people who experience intense 

levels of stress without becoming sick have personalities shaped by resilience 

(Kobasa, 1985; Kobasa, Maddi, & Kahn, 1982). In order to build a better 

understanding of how individual characteristics, family resources, and social support 

influence individual resilience, I will offer brief overview of key factors. 

Individual Characteristics 

 Research studies have indicated that individual characteristics such as “happy, 

easy-going temperament, and higher intelligence are helpful, although not essential, in 

building resilience” (Walsh, 1993, p. 3). These specific traits seem to invite more 

positive reactions from others and enhance healthy coping skills and problem-solving 

strategies (Walsh, 1993). A high level of self-esteem and self-efficacy is related to 

effective coping; contrastingly, a feeling of helplessness builds on the possibility that 

one hardship will be followed by another (Rutter, 1985). Kobasa (1985) explained that 

people with resilient personalities have three primary qualities in common: (a) the idea 

that they can manage or change circumstances in their reality; (b) the feeling of being 

fully engaged and dedicated in the activities of their lives; and (c) the hope of change 
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as a thrilling challenge from which to grow and learn. Dugan and Coles (1989) pointed 

out that the moral and spiritual beliefs promote courage and serve as a motivating 

forces that carry people beyond adversity. Werner (1993) noted that being confident 

about overcoming the odds is key to effective coping. 

Taylor (1989) found that that those who believe in positive illusions—in other 

words, favorable views of their hardships—do better when compared to those who are 

having a more difficult time with what is happening. The power of positive illusions 

allows individuals to maintain hope when challenged with difficult circumstances. 

Lastly, Cousins (1989) recognized that positive experiences, such as humor and 

laughter, can lead to healing and survival. 

Familial Support  

 Few studies have explored family contributions to individual resilience 

(Hauser, Vierya, Jacobson, & Wertlieb, 1985; Patterson, 1983; Rutter, 1985; Werner. 

1993; Wyman, Cowan, Work, & Perker, 1991). Research on the family emotional 

climate has demonstrated that kindheartedness, love, emotional support, and clear 

boundaries were all important factors (Walsh, 1996). At times, family relationships 

can be a source of stress, however they can also be a wellspring for positive support in 

coping (Rutter, 1987).  

Social Support  

 Interpersonal support that bolsters resilience can also come from outside the 

family. It can come from friends, teachers, neighbors, coaches, clergy, or mentors 

(Brooks, 1994; Rutter, 1987; Werner, 1993). The significant role of social networks in 
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providing support during times of crisis and adversity has been sufficiently noted in 

the literature (Pearlin & Schooler, 1978). Resilient children living in or coming from 

distressed families have been found to reach out to others, oftentimes building a strong 

bond. Spiegel (1993) found that women diagnosed with cancer tend to live longer and 

adjust better when they join a support group. The importance of group interventions 

for individuals overcoming similar hardships has been shown to be very useful.  

Individual Resilience and HIV/AIDS 

 Individual resilience and HIV/AIDS research is still new and emerging since 

medical science has transformed living with HIV/AIDS. With the complexity of the 

illness, researchers have identified having hope as an important source of survival 

among those with a chronic illness and as a basis for a fulfilling life when living with 

HIV/AIDS (Cutcliffe & Zinck, 2011; Dufault & Martocchio, 1985; Folkman, 2010).   

Aside from hope, researchers are continuing to understand resilient characteristics and 

processes that individuals living with HIV/AIDS exhibit. As of now, what we know 

has been gathered by specific subgroups of interest.  

 Emlet, Tozay, and Raveis (2010), examined resilient characteristics among 

older adults living with HIV/AIDS through semi-structured interviews with 25 adults, 

50 years and older. The participants reported experiences of resilience and strengths in 

living with HIV/AIDS. The researchers identified seven major themes that emerged 

from the analysis: self-acceptance (comfort with self), optimism (positive outlook), 

will to live (strong belief of surviving well), generativity (aspirations to give back), 

self-management (taking care of self, control over actions), relational living (formal 
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and informal support systems), and independence (self-supporting, self-reliant). The 

researchers found that family was a major source of comfort and support in managing 

the specific challenges of HIV/AIDS, and that different types of relational support 

(e.g. family, friends, community groups, partners) enabled people the elders to gain 

self-worth by knowing they weren’t facing the illness alone.  

Balthip, Petchruschatachart, Piriyakoontorn, and Balthip (2013) studied the 

process of achieving peace and harmony in life with Thai Buddhists living with 

HIV/AIDS. The researchers gathered data from 28 Thai Buddhists living with 

HIV/AIDS using in-depth interviews. The grounded theory that emerged from this 

study indicated that Thai Buddhists achieved peace and harmony in life through: (1) 

understanding and accepting that nothing is permanent (accept the illness), and (2) 

living life with contentment (living with equanimity, self-sufficiency, care, loving, 

kindness, compassion and a sense of gratitude).  

Psaros, Barinas, Robbins, Bedoya, Park and Safran (2015), studied reflections 

of women living with HIV over time. The researchers collected data from 19 women 

through in-depth interviews. The grounded theory model that was presented in this 

study were described through the following themes: (1) experience at diagnosis, (2) 

uncertainty of disease course, (3) acceptance, and (4) living ‘well’ with HIV (caring 

for mind and body, changing or eliminating negative relationships or environments, 

and engaging in meaningful activities). These findings were described into a model of 

coping with HIV.  
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Researchers that studied older minority adults with advanced stages of HIV 

disease found that the participants reported feeling good about themselves and 

experiencing a sense of peace and meaning in their lives; they shared those feelings 

with their families (Raveis, Selwyn, & Frederickson, 2008).  In general, researchers 

have studied several dimensions of relationship connectedness as a source of strength 

(Chiu, Emblen, Hofwegen, Sawatsky, & Meyerhoff, 2004) and life purpose 

(Crawford, 1996).  

Family Resilience and HIV/AIDS 

Literature suggests that family adaptation to diagnosis of HIV/AIDS can be 

enhanced by understanding five key factors about the family: A family’s uncertainty 

about the illness, their optimistic expectancies, and their coping and problem-solving 

abilities (Kosciulek, 1994; 2004). Research on families living with HIV/AIDS is 

relatively nascent, as researchers have only recently begun to shift their focus to 

relational experiences. Factors of strength and resilience among families living with 

HIV/AIDS remain largely unexplored. Before now, no grounded theory study has 

been conducted to explore the manifestations of family resilience processes among 

families living with HIV/AIDS.  

Theory 

Family Resilience Perspective  

The abundance of research on individual resilience has continued to point out 

the value of a systemic view of resilience. Family resilience is a multifaceted concept 

that supports a systemic view of resilience in both developmental and ecological 
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contexts (Walsh, 1996). The concept of family resilience serves as a helpful model and 

framework for understanding and strengthening significant processes that provide 

families with the capacity to rise above unrelenting stress and crisis (Ganong & 

Coleman, 2002; Greeff, Vansteenwegen, & Ide, 2006; McCubbin & McCubbin, 1998; 

Walsh, 2007). In recent years, family researchers have largely shifted the way they 

understand and frame the concept of resilience (Buckley, Thorngen, & Kleist, 1997; 

Walsh, 2006).  

Researchers across all disciplines have consistently found that one of the most 

influential factors related to the development of resilience in children is a significant 

relationship with an adult mentor or family member (Gergen, 1990; Kagan, 1984; 

Rutter, 1987; Werner, 1993). The significance of these discoveries led researchers to 

understand the value of a systemic view of resilience and a systemic assessment of 

crises. This change in direction contributed to the development of a relational 

perspective that takes the family unit into consideration; this has become known as 

family resilience (McCubbin & McCubbin, 1998; Walsh, 1993, 1995; Waters & 

Lawrence, 1993).  According to Wagnild (2009), family and community supports help 

promote adaptation and protect against negative outcomes. 

A family systems approach allows researchers to understand how a family 

faces and manages an upsetting experience, shields against stress, successfully 

reorganizes, and takes steps forward in life (Walsh, 1996). Over the past decade, 

systems-based researchers and family therapists have shifted their focus to 

competency-based, strength-oriented approaches. As a result, the skewed perspective 
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on family pathology that has long dominated the clinical field has diminished (Walsh, 

1993, 1995; Waters & Lawrence, 1993). Walsh (1996) states: 

A family resilience approach builds on these developments shifting perspective 

from seeing families as damages to viewing them as challenged. It also 

corrects the tendency to think of family health in a mythologized problem-free 

family. Instead, it seeks to understand how families survive and regenerate 

even in the midst of overwhelming stress. A family resilience perspective 

affirms the family’s capacity for self-repair. (p. 5) 

Family resilience concepts expand strength-oriented perspectives in ways that 

have significant clinical and research value. Not only does this perspective connect 

family process to particular challenges—measuring family functioning in various 

social contexts and as it changes in response to different stressors— but it also 

incorporates a developmental view families’ reactions to challenges over time, taking 

into account that relational resilience processes change according to different stages of 

adaptation and life-cycles (Walsh, 1996). Families that are outside the accepted norm 

are likely to be pathologized and considered dysfunctional, regardless of whether their 

particular processes serve a purpose in the context of their situation (Walsh, 1993).  

To do justice to the complexities of families, it is crucial to “go beyond any on-

norm-fits-all model of family functioning” and recognize that family resilience “offers 

flexible view that can encompass multiple variables, both similarities and differences, 

and both continuity and change over time” (Walsh, 1996, p. 6). Family processes that 

may work for one family can differ for another family (Walsh, 1996). Family 
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resilience does not operate from a normative model based on what a resilient family 

should look like. Instead, the focus is on understanding the main processes that seem 

to strengthen the family unit to overcome the situation or adapt to continued strain. 

Each family has the ability to be resilient and decide on its own preferred path of 

resiliency. 

Systems Theory 

 

The application of a general systems theory will serve as the foundational 

conceptual perspective for this study. Within the systems perspective, linear cause-

effect thinking is replaced by the notion of circular causality, or recursion (Becvar & 

Becvar, 199).  Recursion refers to ongoing mutual influence and shared responsibility. 

From a systems perspective, change equals a change in context, and “all behavior 

makes sense, or is logical, within a given context” (Becvar & Becvar, 1999, p. 19). 

Family systems theory posits that the whole is greater than the sum of its parts, and 

each individual has an influence on other individuals within the system or family (von 

Bertalanffy, 1968). From a family systems perspective, it is understood that strain 

associated with one aspect of the family system will affect the family as a whole, this 

can be applied to understanding families living with HIV/AIDS.  

Froma Walsh’s Systemic Framework for Family Resilience 

Froma’s Walsh’s systemic concepts for family resilience will serve as another 

conceptual framework for this study. Walsh’s (2006) framework is built upon the 

theories of family stress, coping, and adaptation, which largely focus on the 

characteristics and traits of resilient families. However, Walsh (2003) introduced a 
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family systems perspective of family resilience that emphasizes flexible, ecological, 

and developmental processes that promote family recovery and growth out of 

adversity. Walsh (2006) defines resilience as “the capacity to rebound from adversity 

strengthened and more resourceful” (p. 4). More specifically, the term family 

resilience “refers to coping and adaptational processes in the family as a functional 

unit” (Walsh, 2006, p. 15). In Walsh’s model of family resilience, there are three key 

processes of family resilience: family belief systems, organizational patterns, and 

communication processes.  

Family belief systems. Family belief systems is defined by how families make 

meaning of adversity (Walsh, 2006).  Walsh (2006) describes beliefs as “the very heart 

of who we are and how we understand and make sense of our experience” (p. 49). 

Over time, each family’s shared beliefs are secured in cultural principles and 

influenced by their place and experiences in the social world (Falicov, 1995; Hess & 

Handel, 1959; McGoldrick et al., 2005). Meaning and beliefs are communicated in the 

stories families construct together to make sense of their world and positioning in it 

(Walsh, 2006). The three parts to family belief systems are: (1) making meaning of 

adversity, (2) positive outlook, (3) transcendence and spirituality. 

Making meaning of adversity. “The meaning of adversity is filtered through 

family transactions” (Walsh, 2006, p. 54). A critical piece for resilience is how 

families make sense of the crisis situation and how they decide to give meaning to it 

(Antonovsky, 1998; Patterson & Garwick, 1994). As families join together, it 

strengthens their ability to overcome the crisis (Walsh, 2006). The adversity is made 
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into a shared challenge in which the family connects. Resilience is enhanced when the 

family is able to view the crisis or adversity in context. By “normalizing” and 

“contextualizing” distress, the family members can open their perspectives to 

understand their reactions and difficulties “[i]n light of their particular situation” 

(Walsh, 2006, p. 58). The family can gain a sense of coherence, and the crisis is a 

challenge that becomes comprehensible, manageable and meaningful (Walsh, 2006). 

Also, as the family can evaluate the crisis through facilitative beliefs or constraining 

beliefs. 

Positive outlook. A positive outlook has been found to be extremely important 

factor for resilience (Walsh, 2006). The key concepts for a positive outlook are hope 

and optimism; emphasis on potential and strengths; initiative and perseverance; 

courage and encouragement; and active mastery and acceptance. Walsh (2006) points 

out that, “[a]ll are essential in forging the strength needed to withstand and rebound 

from adversity” (p.65).  

Transcendence and spirituality. Transcendent beliefs give importance, 

persistence, and connection beyond the self, the family, and the crisis (Walsh, 2006). 

These beliefs give connection with the past and into the future. The purpose to find 

greater meaning in life is usually met through spiritual faith and cultural tradition. 

Some may express transcendent beliefs through deep philosophical, ideological, or 

political ideas. Transcendent beliefs “offer clarity about our lives and solace in 

distress, they render unexpected events less threatening and foster acceptance of 

situation that cannot be changed” (Walsh, 2006, p. 72).  
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Organizational patterns. The second key process to family resilience is 

organizational patterns. Families, with different forms and relationship networks, must 

provide structure to support the integration and adaptation of the family unit and its 

members (Watzalawick, Beavin, & Jackson, 1967; Minuchin, 1974). In order to 

“[d]eal effectively with crisis or persistent adversity, families must mobilize and 

organize their resources, buffer stresses, and reorganize to fit conditions” (Walsh, 

2006, p. 83). The organizational elements for family resilience are: (1) flexibility, (2) 

connectedness, and (3) social and economic resources.  

Flexibility. Flexibility in families oftentimes requires creating new approaches 

to crisis. Walsh (2006) points out that resilience is usually associated with the idea of 

“bounce back,” however, another way to view resiliency could be, “bouncing 

forward,” rebounding and reorganizing adaptively to fit new challenges or changed 

conditions.” (p. 85).  Flexible families also provide stability through disruptions by the 

use of continuity, dependability, rituals and routines (Walsh, 2006). Also, flexible 

families have a strong authoritative leader that oftentimes provides a sense of nurture, 

guidance, or protection to vulnerable family members.  

Connectedness. Connectedness or cohesion is defined as, “the emotional and 

structural bonding among family members” (Walsh, 2006, p, 94). In times of 

adversity, family members not only need to turn to each other but have a sense of their 

own competence, and value (Walsh, 2006). Similarly, in crisis, families work at their 

best when they have the capability to rally together and be supportive. Also, connected 
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families have mutual support, collaboration, and commitment to each other. Lastly, 

families may seek reconnection through reconciliation of troubled relationships.     

Social and economic resources. Families can reorganize with the help of 

social and economic resources (Walsh, 2006). Extended kin and social networks offer 

every-day assistance, emotional support, and community connections. Families also 

create organization by building financial security and balancing the work-family 

strains. Resources can strengthen family resilience and help with the process of 

rebuilding families.   

Communication processes.  The third key process, and last to family 

resilience is communication processes. Walsh (2006) states that, “[g]ood 

communication is vital to family functioning and resilience. The complex structures 

and demands in contemporary family life make good communication ever more 

important yet more difficult” (p. 106). In crisis, communication is needed the most; 

however, in midst of troublesome phases or sustained stress the communication is 

more likely to break down (Walsh, 2006). The communication elements for family 

resilience are: (1) clarity (2) open emotional sharing, and (3) collaborative problem 

solving.  

Clarity. The family has the ability to bring clarity in times of adversity through 

clean, consistent, and honest messages to each other (Walsh, 2006). For example, 

family members say what they mean and mean what they say. In facing crisis, “it is 

important to clarify the situation as much as possible” and speak the truth (Walsh, 
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2006, p. 108). Truth telling minimizes the opportunity for family members to “fill in 

the blanks about their best hopes or worst fears.”  

Open emotional sharing. Open emotional sharing is defined as when, 

“[m]embers are able to shoe and tolerate a wide range of feelings – from tenderness, 

love, hope, gratitude, consolation, happiness, and joy to such troubled feeling as anger, 

fear, sadness, and disappointment” (Walsh, 2006, p. 110). In crisis, families have 

mutual trust/empathy and tolerance for differences (Walsh, 2006). Family members 

take responsibility for their own feelings and behaviors; instead of avoiding or 

blaming. Resilient families also foster positive interactions by openly expressing 

positive feelings (e.g., humor) to offset negative experiences.   

Collaborative problem solving. Effective problem-solving is key for families 

to cope effectively with crisis or ongoing challenges (Walsh, 2006). Resilient families 

have the ability to manage conflict and create collaboration in addressing issues. As 

problems are identified, it is vital for the family members to participant in creative 

brainstorming to overcome them. Also, resilient families create a shared decision 

making process that involved negotiation, compromise and reciprocity. Additionally, 

“[for] resilience, the powerful beliefs in active mastery must be put into practice, 

focusing on achievable goals and taking concrete steps toward them” (Walsh, 2006, p. 

123). Lastly, family members take a proactive stance to prevent problems, avert crisis 

and prepare for future challenges (Walsh, 2006).  
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Blogs 

Overview of Social Networking Websites and Blogs  

 Over the past 15 years in the United States, adults have continued to increase 

their internet use (Rainie, 2010), and have established a stable increase in blogging 

practices (Eastham, 2011).  The culture of the internet has shifted into a more 

interactive online environment, and the way information is shared and communicated 

is changing. Social networking Web sites and blogs are: 

Two types of social media that can be used productively in behavioral 

research on the Internet. Social networking sites are online venues where the 

member can create and post content to profiles (i.e., lists of demographics 

information and personal interests constructed by completing forms within the 

site) and can form personal networks that connect them to other using tools 

embedded in the social software. Blogs, published either on social networking 

sites or on separate public hosting Web sites, are reverse-chronological, time-

stamped, online journals on a single Web page. More text oriented that social 

profiles, blogs, like social network pages, are often interconnected; many 

writers read and link to other blogs, referring to them in their own entries. 

Because of this trend, the interconnected blogs often become part of social 

communities with their own culture, often referred to in toto as the blogoshere 

(Mazur, 2010, p. 77).  

 Purpose of blogging. Nardi et al. (2004) reports on four major aims for 

blogging, “providing commentary and opinion; expressing deeply felt emotions; 
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articulating ideas through writing; and forming and maintaining community forums” 

(Nardi, Schiano, Gumbrecht, & Swartz, 2004, p. 43). Jones and Alony (2008) 

identified additional reasons for blogging and reported that blogging fulfils the need 

for self-expression, acknowledgement, reflection, academic pursuit of knowledge, and 

creativity. Lastly, three surveys of bloggers determined that an overall commonality of 

writing was to express one’s personal life and experiences (Jones & Alony, 2008; 

Lenhart & Fox, 2006; Nardi et al., 2004).   

 Blog Attributes 

 Exploring narratives. The content in blogs usually is more narrative focused 

when compared to social networks or other social media (Mazur, 2010). Blogs can be 

seen as personal journals, because most bloggers openly write about their life 

experiences. According to Sarbin (1986), exploring narratives allows for the 

understanding of different experiences by constructing stories and listening to the 

stories of others. Gabriel (2004) points out that, “[n]arratives and stories enable 

individuals and groups to discover their voice, articulate their experiences and even 

shape their self-identities” (p. 169).  

Illness narratives. Blogs offer an alternative perspective to examine illness 

experience. Personal illness blogs offer understandings into everyday living 

experiences, including personal illness (Eastham, 2011).  Illness blogs are “unsolicited 

narratives that offer a naturalistic entrée into the illness experience unconstrained by 

time” (Eastham, 2011, p. 354). Blog postings can allow insight and advice sharing 

among people with the same illness, but with multiple realities (Eastham, 2011). 
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Illness blogs privilege the voice of the individual, and “[h]ave the potential to clarify 

previously, misunderstood perceptions of treatments, the impact of patient-provider 

interactions, and of living with potentially stigmatizing illnesses” (Eastham, 2011, p. 

354). For example, McCosker (2008) used three empowering illness blogs to explore 

each author’s illness journey to recovery or until their life was taken by the illness. 

Additionality, DasGupta & Hurst (2007) view illness blogs as not only a way to reflect 

experience of illness, but to give “coherence, symbolism, and meaning to what might 

otherwise have been a chaotic experience” (p. 1).  

Advantages of blog data. In general, you can find blogs that focus on anything, 

such as physical or mental health, illness, family dynamics, religion, politics, business, 

and entertainment (Mazur, 2010) Due to the enormous size of active blogs, studying 

the entire blogosphere is not common (Schmidt, 2007). Instead, certain topics or blog 

clusters are studied. Therefore, the researcher can analyze blogs by a specific topic, 

certain age groups, or shared demographics. For example, Cravens, Leckie & Whiting 

(2013), studied the specific roles of social networking sites in relationship betrayal.  

Additionally, some advantages of using blog data include decreased research 

costs, and the potential for a wider, diverse sample (Eastham, 2011). Usually, “with 

some exceptions, access to a diverse sample is more likely to be the rule than the 

exception (Mazur, 2010, p. 79). In the blog world, the population of bloggers is rather 

diverse, and usually researchers can access an international sample. The level of 

difficulty for the researcher to learn demographic characteristics of the blogger 
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depends on how the Web site is set up and what the individual decides to post. Some 

or none of this information could be available to the researcher. 

Also, blogs allow the choice for an author to write anonymously and without 

the need of any kind of personal contact. The voluntary narrative data from the 

bloggers is not influenced by the research process itself (Jones & Alony, 2008). For 

example, the narratives responses given are not to please the interviewer. Due to the 

anonymity that blogs offer, the lack of face-to-face interviews may allow the bloggers 

to be more open, and to share feelings and experiences that they may not feel 

comfortable discussing face-to-face (Eastham, 2011).  

The Present Study 

The purpose of this study was to create a grounded theory model that would 

explore the strengths and resilience of families living with HIV/AIDS. 

The research questions that guided this study are: (1) What is the process of 

developing resilience among individuals living with HIV/AIDS who have support? (2) 

How do people living with HIV/AIDS describe their individual and family strengths? 

(3) How do people living with HIV/AIDS describe the aspects of family resiliency?  

(4) What key processes of Froma Walsh’s family resilience model are similar or 

different with the model in this study?  
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CHAPTER III 

METHODS 

In the various sections of this chapter, I offer an overview of the methods for 

the present study. First, I outline the theoretical and epistemological influences to help 

the reader understand the belief system underscoring my approach in the research. 

Second, I discuss and justify the research design. I explain the participant selection 

and data collection methods, as well as the ethics involved in the study. I also outline 

the data analysis procedures to provide readers with a sound understanding of how I 

derived my findings. I report on the trustworthiness in the data and, finally, report on 

the evaluative criteria pertaining to the research so that the reader can better critique 

this study. To assist readers in understanding this study and data analysis procedures I 

used, it will be helpful for me to first explain the methodology in some detail. 

Theoretical and Epistemological Influences 

To ensure a strong research design, I chose a research paradigm that is 

congruent with my beliefs about the nature of reality (Creswell, 2013). I used a 

subjectivist epistemology and constructivist paradigm to inductively create a data-

driven theory that is not built from pre-existing ideas (Daly, 2007). A constructivist 

approach “places priority on the phenomena of study and sees both data and analysis 

as created from shared experiences and relationships with participants and other 

sources of data” (Charmaz, 2006, p. 130). I value a not knowing stance, which allows 

the data to represent the phenomena and suggests that there are multiple realities 

formed by interaction between researchers and participants (Daly, 2007). Accordingly, 



 Texas Tech University, Ashlee Miller, May 2016 

40 

 

 

I recognize that the theory I developed is but one of many possible interpretations of 

the data. 

More specifically, I worked from a social constructivist lens, which is 

grounded in the belief that “multiple realities are constructed through our lived 

experiences and interactions with others” (Creswell, 2013, p. 36). I acknowledge that 

reality is co-constructed between the researcher and participants and created by their 

individual experiences (Creswell, 2013). As such, I respected the participants’ 

individual values as described in their blogs and attempted to become aware of all my 

presuppositions and their potential effect on the results. I went through this process by 

approaching the data with a “beginner’s mind,” remaining aware of my role as 

researcher and being reflexive in my beliefs about the population and their potential 

influence on the analytic process. I utilized reflexivity in my writing and made my 

position explicit (Hammersley & Atkinson, 1995). For example, the following is a 

memo that I wrote at the beginning of my research journey as a way to check in with 

myself about who I am and how my thoughts would influence my work: 

Memo # 3 – September 9, 2015 - I am a White U.S. citizen, college-educated, 

heterosexual, Catholic woman who is able-bodied; from a small town in Ohio; 

and from a lower-class, two-parent family. I am a first-generation college 

student and my life experiences have shaped who I am today as a student and 

researcher. These different elements of my life help me to explore who I am 

and how these elements affect me as a researcher. I hold a privileged position 

in many areas of my life. Due to this privileged position, it is important that as 
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a researcher I maintain a constant awareness of how who I am impacts my 

understanding of the data. I acknowledge that I am in an academic setting, and 

I have not only worked with people living with HIV/AIDS as a therapist, but I 

have also explored the literature often. I must keep this awareness as I start 

coding so that the categories are reflective of the data. In other words . . . just 

stay curious, you postmodern hippie.  

Research Design 

To answer the research questions guiding this study, I employed grounded 

theory methodology. This methodology was selected because it explains a given 

phenomenon that has no current theory available and establishes the process related to 

that phenomenon (Charmaz, 2006; Daly, 2007). According to Charmaz (2006), 

“grounded theory methods consist of systemic, yet flexible guidelines for collecting 

and analyzing qualitative data to construct theories ‘grounded’ in the data themselves” 

(p. 2). The data forms the groundwork for the theory, and the analysis of the data 

creates the concepts the researcher constructs. In this process, grounded theorists try to 

learn what happens in the research settings they join and discover what research 

participants’ lives are like. Furthermore, the researcher explores how participants 

explain their statements and actions, attempting to identify the analytic meanings that 

can be made of them (Charmaz, 2006). 

Sample and Sampling Methods 

I chose to analyze blogs as the form of data for this grounded theory study and 

selected those that met the following criteria:  
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1. Written by one author who identifies as living with HIV/AIDS and reports 

having relational support. Those who reported they did not have relational 

support were not included in this study. Relational support is defined as a 

“self-defined group of two or more individuals who are, or are not, bound by 

blood ties or law, but function in a way that makes them feel like they are a 

family (Arestedt, Persson, & Benzein, 2013, p. 29)  

2. Include a clear diagnosis date or general time frame of diagnosis. Participants 

who indicated they were diagnosed within six months of writing the blog were 

excluded from the study, because I was interested in resilience and did not 

want a newly diagnosed sample.   

3. Written in English; however, the participant could live anywhere.  

4. If the author wrote multiple blogs, the most recent blog was included in the 

data collection to get a clear idea of his or her most current experience. 

5. The blog could be found through a general Internet search engine (e.g., 

Google, Internet Explorer, etc.) using the links www.thebody.com or 

www.experinceproject.com. 

6. Had been created in the main blog group, “I AM HIV POSITIVE” within the 

experienceproject.com, and “DAY ONE WITH HIV: Finding Out Your Status 

in Your Own Words” within thebody.com website. Data collection stopped 

November 2015, so any additional blogs posted after this month were not 

included in the sample. 

http://www.experinceproject.com/
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7. Participants have the option to comment on or respond to the blogs. Comments 

or responses to the blogs were not included in the sample. 

8. The blog is written in narrative form. Video blogs or links directed to other 

websites with blogs were excluded. 

For this study, I had to identify blogs that fit my criteria. First, I used general 

keyword searches in Google and Internet Explorer search engines to identify popular 

HIV/AIDS blogging websites. I visited different websites and excluded several 

websites that were not operable or active. Next, I thoroughly examined each website 

and this process led to the identification of 2 websites that fit my inclusion criteria. 

Last, I studied the websites carefully—as they were not created for research 

purposes—in order to clearly understand their limitations, policies, and possible 

concerns related to ethics and confidentially.   

Ethics and Confidentiality 

Internet-based blog research does not have clear rules regarding how ethical 

issues are addressed. I cautiously considered all aspects related to obtaining informed 

consent from participants. Several guidelines establish criteria according to which 

research can waive informed consent (Bruchman, 2002; Eysenbach & Till, 2001; 

Whitehead, 2007). According to Bruckman (2002), “You may freely quote and 

analyze online information without consent if: (1) it is officially, publicly archived, (2) 

no password is required to archive access, (3) no site policy prohibits it, and (4) the 

topic is not highly sensitive” (p. 1). The material I found met similar guidelines for 

waiving the informed consent process presented by other researchers (Eysenbach & 
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Till, 2001; Whitehead, 2007). These criteria were utilized in the evaluation of each of 

the selected websites for this study, which revealed that that informed consent could 

be waived. However, to preserve privacy and confidentially, I do not identify or 

include any identifying information—such as bloggers’ pictures or usernames—in the 

results of the study.  

Data Collection  

I used two secondary data sources in this study, experinceproject.com and 

thebody.com. The creators of each of the websites I studied did not actively seek 

participants (bloggers); rather, participants willingly sought out the website. I used 

passive analysis, so my data collection did not include any communication, contact, or 

interaction between the participants and me (Eysenbach & Till, 2001). Both of 

websites that I chose have “cultures” that focused on resiliency and/or building 

towards resilience. The first website that I collected data from is called The Body: The 

complete HIV/AIDS Resource (www.TheBody.com). The mission statement on the 

website reads: “(1) Use the web to lower barriers between patients and clinicians, (2) 

Demystify HIV/AIDS and its treatment, (3) Improve the quality of life for all people 

living with HIV/AIDS, (4) Foster community through human connection” (The Body, 

2016, Our Mission section, para. 1). After I got an overall picture of the blogs—that is, 

who was writing and what they were writing about—I collected data from a section in 

the website titled “DAY ONE WITH HIV: Finding out Your Status, in Your Own 

Words.” Blog posts ranged in length from a few paragraphs to several pages. Of the 45 

blogs visible in the “DAY ONE WITH HIV” section, I chose to analyze 38 (N = 38). 

http://www.thebody.com/
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The blogs I analyzed had been posted by participants between October, 2013 and 

November, 2015.  

Following the same process, I collected data from a second website entitled 

Experience Project: People who get you (www.experienceproject.com). This website 

is slightly different from thebody.com because it is not specifically designed for 

people living with HIV/AIDS. Rather, experienceproject.com is open to anyone who 

would like to anonymously share any kind of life experience. The “About Us” section 

of the website reads as follows:  

Experience Project is the place where passionate people live! As the world's 

largest living collection of shared experiences and the premier passions-based 

network, experience project is a comfortable and supportive place for 

individuals to share and connect with others around the things that matter to 

them most. With over 24 experience categories, experience project is the 

definitive online social conversation destination for people to connect with 

others who really get "it" -and them. With millions of experiences shared, 

experience project caters to a ubiquitous audience of people who are growing, 

learning, educating and supporting each other each and every day. (Experience 

Project, 2016, About Us section, para.1) 

The specific section in the website from which I collected data was entitled “I 

AM HIV POSITIVE: Personal Stories, Advice, and Support.” At the time of my 

analysis, there were 1,168 members engaging in this part of the website. Blog posts 

ranged in length from a few sentences to several pages. Of the 694 posts visible in the 

http://www.experienceproject.com/
http://www.experienceproject.com/
http://www.experienceproject.com/
http://www.experienceproject.com/
http://www.experienceproject.com/
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“I AM HIV POSITIVE” section, I chose 35 (N = 35) to analyze. The blog posts I 

selected had been posted by participants between January, 2008 and November, 2015.  

Each of the blogs provided detailed, rich descriptions of participants’ 

experiences living with HIV/AIDS. Each website was open to the public and did not 

require a login or membership to view the blogs. I copied each blog post that met 

criteria and pasted it in a separate document.  I then noted any general or demographic 

information about the participants that I could ascertain from reading the blog itself or 

the user’s profile.  

Participants 

I selected a total of 73 blog posts (N = 73) from the two websites. I was able to 

get a general idea of who the participants were and determine commonalities among 

them based on the information they shared about themselves. Several, but not all, 

participants reported demographic information. The demographic information that I 

was able to find in the blogs indicated that this was an international sample with 

participants living in Canada, New Zealand, Kenya, London, England, South Africa, 

and Thailand; however, the majority of the sample lived in the U.S. (California, 

Arizona, Florida, Tennessee, and Texas). Several participants reported that they were 

married or in a relationship, some were widowed, and a few were divorced or single. 

Several participants reported having children, and some reported having 

grandchildren. Many of the participants reported that they were working, and several 

were in a field related to helping people living with HIV/AIDS. A few participants 

indicated that they were students, and one reported recently retiring from the military.  
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Over half of the participants reported their age and gender. Of the 73 

participants, 26 identified as male, and 17 identified as female. Based on my analysis 

of the wording in the blog posts, I estimate that there were a total of 41 males and 32 

females in the sample; however, this is not an accurate representation, only my best 

guess. There appears to be a mixture of younger and older participants. Based on the 

participants’ reports of age, nine participants were between the ages of 18 and 21; 

eight participants were between the ages of 22 and 25; six participants were between 

the ages of 26 and 30; five participants were between the ages of 36 and 40; four 

participants were between the ages of 41 and 45; four participants were between the 

ages of 46 and 50; and five participants were over 50. Participants appear to come 

from a variety of backgrounds. A few reported some level of education, ranging from 

some college to medical school or Ph.D. The length of time they had been living with 

HIV/AIDS ranged from over six months to 34 years.  

 All the blog posts I analyzed were narrative-style entries that focused on the 

participants’ powerful experiences living with HIV/AIDS and the support they 

received throughout the journey. Several bloggers included photos of themselves in 

their blog posts or posted their first and (sometimes) last name. Some bloggers 

included contact information to provided additional supportive resources to anyone 

interested in reading beyond the blog. The majority of the participants from the 

Experience Project site maintained their anonymity, reported little personal/identifying 

information. In general, all the bloggers were open and candid, sharing their most 

intimate experiences and views.  



 Texas Tech University, Ashlee Miller, May 2016 

48 

 

 

Data Analysis 

There are many factors involved in the data analysis process of grounded 

theory research. I used four particular data analysis procedures in this study: memo-

writing, coding, theoretical sampling, and saturation. Though there are many more 

procedures involved in the grounded theory process, the four I chose seem to be to the 

underlying framework of my analysis. 

Memo-Writing 

Memo-writing takes place at the start of the data collection process (Charmaz, 

2006). This technique allowed the researcher to stop and analyze parts of the data at 

any moment using words, sentences, or diagrams. I wrote memos and kept these notes 

during all phases of the research. There are several reasons to engage in memo-

writing, all of which are crucial to building a grounded theory. 

Memo-writing encouraged the researcher to start analyzing the data and 

forming codes early in the process (Charmaz, 2006). Memos capture the researcher’s 

thought process in the moment and helped him or her reflect back and make contrasts, 

connections, and decisions about how to move forward with the data. They offer 

protection against certain problems regarding validity. For the purposes of this study, 

validity refers to the theory’s trustworthiness to the data, as signified by checking to 

see if the concepts are labeled correctly and if the relationships among the concepts 

are really supported by the data. Thus, accurate and thorough memos are essential to 

avoid loss, confusion, or mislabeling of concepts or conclusions that are not 

representative of the data. 
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Memos must meet certain requirements if they are to maximize creativity and 

validity of the data while minimizing confusion. They should be progressive, 

systemic, and organized so that each one can easily be understood and retrieved 

(Corbin & Strauss, 2008). Otherwise, the data could be misunderstood, leading to 

invalid conclusions. In my process of analysis, I dated my memos in chronological 

order, to help me distinguish between early thinking, less developed ideas, and final 

conclusions. This method helped keep me from creating a poorly developed, 

superficial, or incorrect theory, as I changed and modified many of my early ideas  

As memos are created, so are data. Oftentimes, the reader can discover 

properties and relationships among concepts through the process of reading and 

thinking about memos. Charmaz (2006) explains it this way: 

Memo-writing forces you to stop other activities; engage a category, let your 

mind move freely in, around, under, and from the category, an write whatever 

comes to you. That’s why memo-writing forms a space and place for 

exploration and discovery. You take the time to discover your ideas about what 

you have seen, heard, sensed, and coded. (p. 81) 

Memos are used again in the final stages of the research process, when the 

theory is being written and finalized (Charmaz, 2006). Again, this documentation 

helped the researcher avoid reaching conclusions that are not grounded in the data.  In 

this study, memo-writing kept me actively engaged throughout the study and helped 

me develop ideas for additional studies. 
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Coding 

I engaged in qualitative coding, the main procedure in grounded theory 

research, as the analytic step in my analysis of the data. Charmaz (2006) explains that 

“[c]oding means categorizing segments of data with a short name that simultaneously 

summarizes and accounts for each piece of data” (p. 43).  The theory develops 

naturally, as the codes guide the researcher in choosing, dividing, and sorting the data 

to start analytic accounting of each (Charmaz, 2006). In this study, I aimed to create 

the best interpretative rendering of the data through different types of initial coding. In 

the first phase the process, I used four different types of coding: (a) line-by-line, (b) 

incident to incident, (c) comparative, and (d) in vivo. In the second phase I focused on 

the use of two different types of coding: (a) focused and (b) axial. Lastly, I applied 

theoretical coding. 

Initial coding. The goal of initial coding in the grounded theory tradition is to 

“remain open to exploring whatever theoretical possibilities we can discern in in the 

data” and to “try to see actions in each segment of data rather than applying 

preexisting categories to the data” (Charmaz, 2006, p. 46). This type of coding tasks 

the researcher with remaining as close to the data as possible (Charmaz, 2006). In this 

study, I attempted to code the data as actions and remain as open as possible in the 

coding process, in order to inspire new thinking and new possibilities. The initial 

codes I created were temporary and subject to change to improve the fit. Initial coding 

helped me notice gaps in the data and focus on areas in which more data was needed. 

The key to initial coding was to avoid ignoring, glossing over, or skipping 
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participants’ meanings and actions, as doing so would generate a theory that reflected 

an outsider’s viewpoint rather than an insider’s (Charmaz, 2006). Initial coding does 

not follow a particular fixed method and should remain an open-ended approach 

(Saldaña, 2013).  For this study, I employed several different types of initial coding 

that included (a) Line-by-line, (b) incident to incident, (c) process, and (d) in vivo 

coding. 

Line-by-line coding. This form of initial coding involved labeling each line of 

the data (Glaser, 1978).  Coding every line allowed thoughts to come up that I may 

have forgotten when attempting to understand the data from a thematic analysis 

perspective (Charmaz, 2006).  This type of coding helped me take a closer look at the 

participants’ use of language, drawing my attention to both implications and specific 

statements. One advantage of line-by-line coding is that it liberates the researcher from 

becoming so engrossed in the participants’ beliefs that he or she accepts them with no 

doubt. The process of coding each line of data allowed me to gain a better 

understanding of what kinds of data to collect next. 

Incident to incident coding. My goal in coding incident to incident in this 

study was to “compare incident with incident, then as the idea take hold compare 

incidents to the conceptualizations of incidents coded earlier” (Charmaz, 2006, p. 53). 

By using comparative methods, I was able to notice and understand the data in new 

ways, helping me discover patterns and contrasts (Charmaz, 2006). As I began making 

comparisons between bits of data, I received hints for where to go next when a clear 

idea was not present. I found it helpful to compare similar and dissimilar events in the 
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data to gain further insight and create meaning.  Engaging in this level of coding 

allowed me to compare data from different blog posts and make notes. As I compared 

data to find similarities and differences, it was important for me to take care of not 

imposing my ideas on the data. I kept in mind Charmaz’s (2006) point that “[w]hat 

you see in your data relies in part upon your prior perspective. Rather than seeing your 

perspective as truth, try to see them as representing one view among many” (p. 54). 

Process coding. Process coding can also be called action coding (Saldaña, 

2013). This type of coding uses gerunds (-ing words) specifically to indicate action in 

the data (Charmaz, 2006). I used it in my analysis to name activities (e.g., reading, 

learning, eating) and conceptual actions (e.g., adapting, enduring, rebuilding) 

(Saldaña, 2013). According to Corbin and Strauss (2008), the process of human 

“action/interaction/emotions may be strategic, routine, random, novel, automatic, and/ 

thoughtful” (p. 247). Such processes will indicate temporally linked actions and show 

how things begin, change, occur in a specific order, or become intentionally applied 

across time (Hennink, Hutter, & Bailey, 2011). In grounded theory, process coding 

works in with initial coding, focused coding, and axial coding (Saldaña, 2013). 

In vivo coding. An in vivo code is one that captures unique terms used by the 

participants; it allows the researcher to preserve the meaning of participants’ 

utterances (Charmaz, 2006). The code consists of a word or short phrase from the 

actual language found in the data (Saldaña, 2013). In vivo coding helped me focus on 

the original language in the data while coding (Charmaz, 2006). Furthermore, the 

codes reflected participants’ fresh perspectives and reflected assumptions, ideas, and 
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actions. This type of coding was a great tool to use when checking on whether or not I 

understood what is meaningful in the data. Charmaz (2006) expands on this idea by 

stating: 

In each study you conduct, participants will word or write thing in ways that 

crystallize and condense meaning. Hearing and seeing their word anew allows 

you to explore their meanings and to understand their actions through coding 

and subsequent data collection. Pursue telling terms. (p. 57) 

Focused coding. In the second phase of coding, I used directed, selective 

focused coding to begin explaining larger parts of the data (Glaser, 1978). Focused 

coding “means using the most significant and/or frequent earlier codes to sift through 

large amounts of data. Focused coding requires decisions about which initial codes 

make the most analytic sense to categorize your data incisively and completely” 

(Charmaz, 2006, p. 57). In this phase of the analysis, I started focusing on how well 

the codes fit, keeping them as close as possible to the original data (Charmaz, 2006). It 

was important for me to understand that coding is a building process, and unexpected 

concepts will develop and may keep developing. 

Axial coding. The third phase of coding, axial coding, began when I started 

relating categories to subcategories (Strauss & Corbin, 1990). This process brought the 

data all together to make it whole. Using axial coding, I identified the properties and 

dimensions of each category (Charmaz, 2006). When engaging in this type of coding, 

I aimed to connect categories with subcategories and how each related. Strauss and 
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Corbin (1998) outline a set of techniques that can be employed in the axial coding 

process: 

1) conditions, the circumstances or situations that form the structure of the 

studied phenomena; 2) actions/interactions, participants’ routine or strategic 

responses to issues, events, or problems; and 3) consequences, outcome of 

actions/interactions. Use conditions to answer the why, where, how come, and 

when questions. Actions/interactions answer by whom and how questions. 

Consequences answer questions of ‘what happens’ because of these 

actions/interactions. (p. 128) 

Theoretical coding.  Theoretical coding was the final and most complex phase 

of data analysis that I engaged in when conducting this study. This type of coding is 

designed to function like “an umbrella that covers and accounts for all other codes and 

categories formulated thus far in grounded theory analysis” (Saldaña, 2013, p. 223). In 

this part of the coding process, I built on the codes I created when conducting focused 

and axial coding (Charmaz, 2006). As I began to integrate the various codes, the 

primary theme of the research, or core category, emerged (Saldaña, 2013). Strauss and 

Corbin (1998) explain that this phase “consists of all the products of analysis 

condensed into a few words that seem to explain what ‘this research is all about’” (p. 

146). These codes formed the analytic story and brought accuracy and clearness to the 

data (Charmaz, 2006). Each of these codes earned its way into the theory, and I 

incorporated them all carefully in order to avoid imposing or forcing my own ideas. 
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Trustworthiness in the Data 

 

Establishing trustworthiness in the data is important. Several different ideas 

have been established concerning the importance of qualitative validation and 

reliability (Creswell, 2013). Given the many existing perspectives, I focused on using 

the following validation strategies: (a) triangulation, (b) peer review/debriefing, (c) 

negative case analysis, (d) clarifying researcher bias, (e) rich thick descriptions, and (f) 

external audits. In terms of reliability, I employed the following strategies: (a) 

intercoder agreement, (b) detailed notes/memos, and (c) blind coding. 

Validation Strategies 

For the purposes of this study, validation in qualitative research refers to “an 

attempt to assess the ‘accuracy’ of the findings, as best described by the researcher and 

the participants” (Creswell, 2013, p. 249). Validation can also be understood as a 

means of establishing the credibility of the study (Creswell, 2013). The following is a 

brief overview of the specific strategies I used to establish validity in the study. 

Triangulation. I approached and made use of a multitude of different sources 

(Creswell, 2013). In doing so, I focused on utilizing different resources, approaches, 

researchers, and ideas to give supporting evidence to the findings (Ely, Anzul, 

Friedman, Garner, & Steinmetz, 1991; Erlandson, Harris, Skipper, & Allen, 1993; 

Glesne & Peshkin, 1992; Lincoln & Guba, 1985; Merriam, 1988; Miles & Huberman, 

1994; Patton, 1980, 1990). I discussed the findings with a colleague, Alex Schmidt, 

who has experience in medical family therapy and has worked closely with clients 
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living with HIV/AIDS. In addition, I discussed the findings and codes with other 

researchers with the intention of addressing triangulation in the study.  

Peer review/debriefing. To provide a form of external check, the equivalent 

of interrater reliability in quantitative research (Ely et al., 1991; Erlandson et. al., 

1993; Glesne & Peshkin, 1992; Lincoln & Guba, 1985; Merriam, 1988), I assigned an 

individual to what I was doing. In these debriefing sessions, I worked closely with Dr. 

Jackie Bentley, who challenged me by asking difficult questions about the approaches 

I used and the meanings and understandings I explored (Lincoln & Guba, 1985). Dr. 

Bentley also supported me in processing my feelings and ideas. I kept a record of 

these debriefing sessions and processed them through further memo-writing.  

Negative case analysis. Throughout the analysis process, I improved my 

working hypotheses whenever I came across a negative or disconfirming concept (Ely 

et al., 1991; Lincoln & Guba, 1985; Miles & Huberman, 1994; Patton, 1980, 1990).  It 

was important for me to understand that not all the data would fit into the 

pattern/concept/theme I was developing. It was also necessary for me to document 

these findings to provide an authentic assessment of the phenomena being explored 

(Creswell, 2013). 

Clarifying researcher bias. From the beginning of the study, it was 

imperative for me to make my position clear and examine the personal biases and 

assumptions that could potentially influence the data (Merriam, 1988). I explained any 

past experiences, prejudices, and philosophies that have influenced my understandings 

and explanations of the data (Creswell, 2013). 
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Rich, thick description. I provided as many details as possible when writing 

about concepts and engaging in memo-writing (Creswell, 2013). The use of strong 

action verbs and in vivo codes is intended to guide the reader to make decisions about 

the theory being grounded in the data and determine whether these descriptions are 

transferable (Erlandonson et al., 1993, Lincoln & Guba, 1985; Merriam, 1998). I 

wrote rich, thick descriptions to offer the reader a clear understanding of how I arrived 

at the final theory (Creswell, 2013). 

External audits. I used an auditor as an external consultant to examine the 

process of the study and the finished results (Erlandson et al., 1993; Lincoln & Guba, 

1985; Merriam, 1988; Miles & Huberman, 1994). The auditor in grounded theory 

research should be completely disconnected from the study and examine how the 

results, meanings, and conclusions fit with the data. I met with the auditor for this 

study, Dr. Anne Prouty, around once every two weeks to examine the results and the 

conclusions I was finding. After each meeting, I further documented thoughts to 

revisit or consider through the use of memo-writing.  

Reliability Strategies 

For this study, I addressed reliability in several ways. Reliability in qualitative 

research can be defined as “the stability of responses to multiple coders of data sets” 

(Creswell, 2013, p. 253). First, I used intercoder agreement and made use of two 

coders to analyze the data (Creswell, 2013). The two coders were Alex Schmidt and 

Dr. Jackie Bentley. Because this is a dissertation research study, I only used coders 

during the initial coding stage. I gave both coders five of the same blogs and asked 
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them to code all of them. I then looked specifically at what the coders agreed on and 

examined how they coded the passages. I was able to establish agreement on codes or 

general themes (Armstrong, Gosling, Weinman, & Marteau, 1997). Furthermore, I 

used analysis techniques correctly and made explicit how I employed the grounded 

theory traditions. 

Evaluation of the Study 

There are various opinions in the qualitative community about what criteria 

need to be met to determine the quality of a study (Creswell, 2013). Although the 

validation and reliability strategies mentioned above will be vital to creating a quality 

study, other standards need to be considered. I followed the three approaches outlined 

below to evaluate the quality of the study. 

Strauss and Corbin (1990) suggest the following to determine the quality of a 

grounded theory study: 

Criterion #1:  How was the original sample selected? What grounds? 

Criterion #2:  What major categories emerged? 

Criterion #3:  What were some of the events, incidents, actions, and so on (as 

           indicators) that pointed to some of these major categories? 

Criterion #4:  On the basis of what categories did theoretical sampling 

proceed? Guide data collection? Was it representative of the          

categories? 

Criterion #5:  What were some of the hypotheses pertaining to conceptual 
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relations (that is, among categories) and on what grounds were       

they formulated and tested? 

Criterion #6:  Were there instances when hypotheses did not hold up against 

what was actually seen? How were these discrepancies   

accounted for? How did they affect the hypotheses? 

Criterion #7:   How and why was the core category selected (sudden, gradual, 

            difficult, easy)? On what grounds? (p. 235) 

To evaluate the empirical grounding of the study, Strauss and Corbin (1990) 

suggest the following criteria: 

Criterion #1:  Are concepts generated? 

Criterion #2:  Are the concepts systemically related? 

Criterion #3:  Are there many conceptual linkages, and are the categories well 

          developed? With density? 

Criterion #4:  Is much variations built into the theory? 

Criterion #5:  Are the broader conditions built into it explanation? 

Criterion #6:  Has process (change or movement) been taken into account? 

(p. 235) 

Charmaz (2006) suggests that the researcher answers the following questions 

to reflect on the quality of the theory developed: 

1.     Are the definitions of major categories complete? 

2.     Have I raised major categories to concepts in my theory? 

3.     How have I increased the scope and depth of the analysis in this draft? 
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4.     Have I established strong theoretical links between categories and 

        between categories and their properties, in additional to the data? 

5.     How have I increased understanding of the studies phenomenon? 

6.     What are the implications of this analysis for moving theoretical edges? 

        For its theoretical reach and breadth? For methods? For substantive 

        knowledge? For actions or interventions? 

7.     With which theoretical, substantive, or practical problems is this analysis 

        Most closely aligned? Which audiences might be most interested in it? 

        Where shall I go with it? 

8.     How does my theory make a fresh contribution? (pp. 155-156) 
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CHAPTER IV 

RESULTS 

This chapter consists of a detailed description of the constructed theory that 

was grounded in the data. I explain the process model, Building Resilience, in detail 

and display it visually. To help readers get a better understanding of the wording used 

to describe this model, I describe the core categories, broad categories, and 

subcategories.  

The Building Resilience Model 

The powerful storylines in each of the blogs I analyzed provided the basic 

framework for explaining the process by which individuals living with HIV/AIDS and 

their loves ones get to a resilient, strengthened place of living well. The theoretical 

model, Building Resilience, incorporates the physical, emotional, behavioral, and 

relational changes that individuals living with HIV/AIDS experienced throughout the 

process of becoming resilient. The process is visually displayed in Figure 1 and 

explained in the sections that follow. The model indicates a progression through which 

individuals diagnosed with HIV/AIDS get to a strengthened place in a multitude of 

ways. The progression is characterized by three phases: The Discovery Phase, 

Reworking Phase, and Resilient Phase. Each of the vital physical, emotional, 

behavioral, and relational changes is described within each phase. Arrows direct 

movement and flow from each phase to the next. An important feature of the process 

is that it incorporates the changes that family members undergo along with the 

individual in specific subcategories; this is indicated by the grey shading in figure 1. 
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The light grey shading is used to mark subcategories in which the individual described 

how the family was part of the specific process represented by that subcategory.  
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 Figure 1 Building Resilience Model in Individuals Living with HIV/AIDS 
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Discovery Phase  
 

The first phase of the process, the Discovery Phase, is the core category 

characterized by the initial signs and experiences individuals had leading up to their 

diagnosis of HIV/AIDS.  This phase consists of four categories: Body Disturbances, 

Mind Disturbances, Courage to Act, and Confirmation. 

Body disturbances. Each individual described entering this process by 

experiencing uncomfortable physical symptoms. Body disturbances were often, but 

not always, present before the official diagnosis. Most individuals experienced body 

disturbances before the diagnosis, whereas others did not make sense of the body 

disturbances until the chronic illness was discovered. People often described being 

“extremely sick” or “having the worst flu ever.” Some explained body disturbances as 

“cold sweats, hot sweats,” others reported, “I slept very badly.” One participant 

shared: “I had gotten sick. Very sick. I had high fever, I had night sweats so bad that I 

woke up with soaked sheets, and even worse, no appetite.”  One participant added: “I 

had a serious “event” a month or so before. Projectile vomiting, drenching sweats, 

chills.”  

Mind disturbances. Participants explained that soon after the body 

disturbances, they began to have mind disturbances. Mind disturbances seemed to be 

the result of stirred up of emotions. Participants often reported “endless thoughts” or 

“racing thoughts” about what could be wrong with their health. One participant 

shared, “I knew something was wrong—but to what extent I had no idea.”  Individuals 

often described sensing or being suspicious that it was HIV/AIDS before actually 
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getting the diagnosis. Many participants reported, “I already knew” or “I just knew.” 

One participant noted: 

I wasn’t stupid. I was well-read on the issues and knew what it meant and what 

it was like when someone contracted HIV. I prayed to God that I was wrong, 

but in my heart I knew what was happening: I was seroconverting in a bad 

way. 

Another participant noted, “I steeled myself and mentally prepared for what I knew in 

my heart she would say.”  

Courage to act. Shortly after experiencing mind and body disturbances, the 

participants found the strength to face the unknown. They found the determination to 

overcome the stirred up emotions and the courage to do something about it. 

Participants often reported taking themselves to the emergency room, the doctor’s 

office, or a clinic. One participant noted, “I finally went in, I was so scared,” and 

another stated, “I was ready to take whatever came around.” Some referred to feeling 

fear during this time, like a participant who shared, “I finally went in, I was so 

scared.” Other participants described the need for the truth: “I’m not a child anymore, 

I wanted the truth.”  

Confirmation. Confirmation describes the point at which the individual 

received the official HIV/AIDS diagnosis. The participants all shared either the 

specific date they were diagnosed, the year in which they were diagnosed, or the 

number of years they have been living with HIV/AIDS. One participant noted: 
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I knew something was wrong the moment I saw Dr. Jackson. When he saw me, 

he became slightly nervous. Almost imperceptibly, his voice showed more 

concern than it should have. We sat in his office and he opened my file. For 

what seemed like an eternity, he mentally read the results of the ELISA test. 

Slowly, very slowly, as if he were fighting an incredible weight on his neck, he 

raised his head and looked at me. “Your test came back positive.” 

Several participants had a feeling of “time stopping” or “numbness” when hearing that 

they were diagnosed with HIV/AIDS. One participant created this vivid picture: 

Thoughts raced through my mind as my whole body shut down going into a 

state of shock that I can best describe as a thick fog. The words of my health 

care professional seemed to go in one ear and out the other. It was if I wasn't 

there.  

Reworking Phase 

After experiencing the Discovery Phase, individuals living with HIV/AIDS 

move into the Reworking Phase. As the participants entered the Reworking Phase, 

they became aware of the difficult feelings they were facing and started coping the 

best way they could with support and available resources. It is important to remember 

that this sample was chosen because the bloggers described not only their own 

experiences, by that of the loved ones who supported them. This second phase 

involves four categories: emotional reaction, relational support, coping together, and 

utilization of resources. In this phase there is a recursive interplay with the journey of 

medical treatment. 
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Emotional reaction. The majority of participants explained that learning they 

were positive for HIV/AIDS was a dark struggle. Some referred to this emotional 

reaction as “a very deep state of depression, “meltdown,” “lowest point in my life, 

“emotionally broken,” or “the worst day of my life.” Others used different wording, 

such as “shock,” “disbelief,” “hopelessness,” “regret,” “dirty,” “heartbroken” “lost,” 

“angry,” and “devastated.” Some participants connected with a sense of fear and 

thoughts that love would never exist for them again. Other participants had intense 

thoughts of suicide and felt that they had just received a “death sentence.” One 

participant recalled this emotional and physical experience: 

I remember disassociating from myself at that moment. Everything became 

hazy and foggy, literally. I couldn't hear well; all I could hear was a whooshing 

noise, my vision had tunneled, and the room had become hazy. All I could feel 

was my heart pounding. I felt shame creep through me, making my face burn. 

Relational support. As participants experienced their emotional reactions, the 

majority of them immediately turned to their families for support. Others turned to 

their friends. Positive and encouraging support was critical to the participants at this 

point, due to the difficult emotions they were facing. The relational support seemed to 

start in this phase and then continues through the resilient phase. Many of the 

participants described the meaningful, inspirational support they received from their 

mother, father, brother, sister, child, partner, or spouse. For many of the participants, 

getting family support was common. One mother living with HIV/AIDS described the 

support she received from her daughter: “I told her. She said, “I love you Mama. She 
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was my rock as I said those words out loud.” One wife living with HIV/AIDS 

explained her husband’s reaction: “But my husband didn’t leave me when he found 

out, nor did he make me feel guilty.” One brother living with HIV/AIDS described the 

support he received from his brother: 

He urged me to hang in there before deciding on something drastic like ending 

my life. He went the extra mile in encouraging me to take it positively. He said 

that he knew persons who were living with the chronic condition positively 

and were taking charge of their lives. He termed being infected with HIV as a 

life-changing event and not necessarily a life-ending event (He urged me in the 

importance of access to medications, as well as care and support.) 

Another participant explained that he reached out to his brother, and then his family 

reached out to him: 

I called my brother to tell him, and I received a phone call from my parents 

later that night. They only reassured their love for me, and that they would be 

there for me as I started this difficult journey. 

One participant explained how his partner comforted him: 

My partner immediately grabbed my hand as we walked…After a few 

moments of laying on our bed, as [he] hugged me and told me everything 

would be OK. I was amazed at his love and support in that moment and, even 

though he told me he would never leave (and had since), he did all he could to 

comfort me and help me get the help I needed at that time. 
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Several participants acknowledged the need for their families. One participant 

shared: “I knew that from that point, I needed support from my family and friends.” 

Another stated, “Without her [mother] love and support I would of never made it.” 

One participant viewed his family as “a pillar of support.” One quickly reached out to 

his family: “Within short order, I informed my whole family: two sets of parents, eight 

siblings, an ex-wife and her family about the disease. All of them were supportive and 

told me, “whatever you need bro.” Lastly, a wife living with HIV/AIDS described the 

support she gets from her husband: “My strength doesn't all come from me; he is my 

stepping stone, my path, still, through the shit of life.” 

Some participants reached out directly to their close friends for support and 

shared things like: “They let me know I was loved and that would support me;” 

“People accepted my status and really showed me that they still loved me regardless of 

anything else!”; and “Whether male or female, gay or straight, they all were 

supportive despite the initial shock and surprise.” One participant shared this tender 

recollection of when he told his friends: 

The love in that house for me that day is something that I will always hold 

close to my heart, and as I’m writing this I’m crying because that love meant 

everything to me that day. I stayed at his house into the night and later 

explained to his girlfriend and future wife the situation. She too hugged and 

loved me and that family ever since has been a group of dear, dear friends to 

me.  
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Coping together. After the relational support came into action, the participants 

living with HIV/AIDS and their family or friends started a process of coping together.  

Participants often noted how family members or friends would continue to be 

encouraging and supportive during different experiences. Several participants noted 

that family members or friends would attend initial doctor appointments or help 

collect information about HIV/AIDS. One son living with HIV/AIDS noted: “The 

reality of what was happening was starting to kick in and I began to panic. Mom said 

she would go to the doctor’s office with me.” Another participant shared: “When I got 

home, I spoke with both my mom and my friend. They both had gotten on their 

phones, started getting information for me also.” Some referred to having an “amazing 

family” that helped them cope, and others got very specific with things family 

members helped them do. For example, one daughter living with HIV/AIDS reported: 

. . . from the constant worry about my health pressured by my mom who 

constantly nags at me when I eat junk food, got caught in the rain or anything 

that jeopardized my health. She has my best interests at heart and for that, I 

didn’t mind it. But deep down, it shattered my fragile glass wall that I put up to 

protect me from my depressed state of mind. 

One participant recalled, “She [mother] kindly taught me how to cook properly from 

scratch to help me get better, for good nutrition, etc,” and another participant shared, 

“Soon I was healthy enough to be released and sent home to the arms of family who 

nurtured me back to decent health.”  
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Utilization of resources. In addition to receiving relational support and coping 

together, participants shifted into finding and using resources. Participants would start 

to collect different information, collaborate with their medical teams, and explore 

helpful resources. Some people reported getting information directly from their 

doctors, while others sought out this information themselves. One participant noted, “. 

. . you can make a plan of action. But without that information, you’re stuck” and 

another shared, “The next morning, I called my county’s health department and began 

researching all I could about the disease, miracle medication, and the dos and don’ts of 

living with HIV.”  One participant offered this advice to others: “My advice to the 

newly diagnosed is to get yourself educated. Do your research and make your own 

decisions, plus be a partner in your treatment plan.” 

Some participants reported on the help they received from medical 

professionals. For example: 

I went to the doctor's office, got as much information as I could handle at that 

moment. This virus was still fairly new for women. My doctor gave me the 

name of a social worker to contact in my county. 

Another participant shared: “She [nurse] gave me HOPE! She said if I did three things, 

I could live: attend all doctor’s appointments, take meds as prescribed, and learn 

EVERYTHING I could about HIV/AIDS.” Some participants used “amazing,” or “on 

my side,” and “lucky” to describe their medical teams. Another reported: 

I admit, it has not been the easiest, but it has made me a stronger person. The 

first day of consciously living as an HIV+ man was hard, but each day, as I 
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talked to others, as I sought out support from others around me, and connected 

myself with community resources, I can say it has gotten easier. There were 

some rough spots, but each time, I was able to get through them. With each 

step I took, I felt I was taking charge of my disease. Every doctor visit, every 

blood draw, every conversation I had with my case nurse and doctor made me 

feel empowered that I was doing something to combat this. 

Several participants reported getting help from caseworkers, social workers, or 

mental health providers. One participated noted, “The case worker got me into a 

support group” and another reported, “I talked to my social worker, and she gave me 

that pat on the back. And perhaps, that was all I needed. A pat on my back. To be 

acknowledged, accepted and seen.” Participants often noted that support groups and 

volunteers were very helpful during this phase. 

 Participants reported that the Internet was a helpful resource as well. One 

participant stated, “I came across this website and found hope for living with HIV.” 

Another participant explained how blogging was helpful: 

And I found a way to channel all my sadness into writing. Every word I wrote 

was like a hefty amount of my voice being heard. And I realized, all I wanted 

was to be heard. To release the thoughts in my mind about my dreams, my 

worries, my life and how important it was to me. That in this world populated 

by billions, my life mattered too. And I started a blog anonymously. And it has 

worked well. 

For another participant, reaching out to others online was useful: 



 Texas Tech University, Ashlee Miller, May 2016 

73 

 

 

I was very fortunate to receive nothing but love and support. I reached out to 

find others living with HIV online and found several HIV activists who now 

have become great friends. My desire to learn more about the new enemy I was 

facing engulfed me as I began to reach out for support and study more about 

HIV/AIDS.  

Resilience Phase 

The Resilience Phase represents the last phase of the process. The time it took 

to progress to this phase varied among the participants. In this phase, individuals 

living with HIV/AIDS bounced forward, stronger than ever. Not only did participants’ 

accounts illustrate how they become more resilient, but they also described how their 

families changed with them. One participant shared, “My own resiliency shocks me. I 

seem to power up no matter what,” which is the hallmark of this phase. The phase 

includes six categories: Education for All, Embracing the Illness, HIV/AIDS Will Not 

Define Us, Possibilities, Gratitude, and Crisis Becomes the Miracle. The categories are 

discussed in the order in which they seemed to occur. The majority of participants 

described experiencing several of the categories, however a few described 

experiencing only some. 

Education for all. Participants spoke about the importance of getting educated 

and educating others. Several participants acknowledged how gaining a full 

perspective in order to understand and manage the illness empowered them and loved 

ones with whom they had disclosed their diagnosis to. After the initial diagnosis, 

participants were usually in crisis and had to absorb a great deal of information. 



 Texas Tech University, Ashlee Miller, May 2016 

74 

 

 

Information to education is when participants really started “learning” and “talking.” 

One participant reported, “I became an expert in my HIV,” and another shared, “. . . 

our best defense against it is knowledge.” The two subcategories within this category 

are titled Bonding in Knowledge and Storytelling. 

Bonding in knowledge. Some participants discussed the ways in which family 

members or friends provided support in the education process and shared research or 

resources they had found. This process of sharing knowledge created closeness with 

family members. One participant explained, “My real education began with my 

family.” Some participants described how family members led the way in educating 

others by spreading knowledge. One wife living with HIV/AIDS described how her 

husband supported her in educating others and did so himself: 

The people who stick up for us and stay are part of our unseen strength. He 

supports me writing, one day speaking maybe to schools to help educate the 

future of our country to be safe. He tells his friends, bosses and coworkers 

about me—no judgement, no shame, just knowledge. 

Storytelling. Many participants described educating others through the power 

of storytelling. One participant shared, “I firmly believe that by sharing my story, how 

it affected my life, and actually changed my life in a positive way because I am 

‘positive,’ I can affect change and make a difference in the advocacy of HIV/AIDS.” 

There seemed to be a back and forth healing process for individuals sharing their story 

and hearing from someone else living with HIV/AIDS. One participant summarized: 
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Little did I know that telling my story would help me heal so much that, in 

time, I would help others do the same ….my storytelling has gotten deeper and 

richer; I no longer start or end with HIV. How you tell your story and who you 

tell your story to is entirely up to you. But I believe that telling it is a must. 

Storytelling heals. 

Embracing the illness. This category captures how participants continue to 

take action and do something about the living with HIV/AIDS. In other words, taking 

action seems to be something that must continue throughout the lives of individuals 

living with HIV/AIDS to ensure that the illness doesn’t “own” them, but rather they 

“own” the illness.  

Acceptance. For many people, taking action meant accepting the illness and 

the challenges that may come with it. One participant noted, “Once you accept your 

situation, the only person that you can rely on from that point on is yourself. Yes, the 

support helps, but you yourself have to take charge.” Several participants noted the 

idea of “taking charge” or “accepting my new life.” The shift into taking control of 

what can be controlled was central for the participants, and they demonstrated 

flexibility in overcoming the ups and downs of living with HIV/AIDS. One participant 

described acceptance this way: “Accepting that truth, I found a renewed outlook on 

life.” Another said, “Accept what lies in front of me and not worry about what's ahead 

of me.” 

Confidence. Participants described a new sense of confidence that they 

developed in the process of learning to live with HIV/AIDS. Many of them shared the 
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perspective that no matter what was to come, everything would be “okay.” This 

conveyed a sense of calmness. Some participants noted, “I will be okay,” and “I knew 

everything would be okay.”  The accounts they shared of their experiences convey that 

their confidence emerged in the process of coming to terms with the illness, making 

life decisions, and exploring their treatment options. As participants made decisions, 

they implicitly created guidelines for protecting themselves with greater confidence in 

their routine and structure. One participant explained: 

What is interesting about living with HIV is that it impacts you in different 

ways as you change and as your life changes. HIV has a tendency to blindside 

me when I thought I had a part of my process figured out. Lo and behold, it 

comes back—incarnated—with a bigger bite than before. Each time I get that 

bite, I tackle it and the parts of my life that it affects. In doing so, I become 

more grounded, more planted into the earth, more rooted, and more confident 

in what I stand for and why. I am extremely thankful and blessed to have 

supportive people who foster a safe space where I can explore and develop 

myself. 

Bravery. The final subcategory of Embracing the Illness is the participants’ 

display of bravery—the bravery to actively reach out and continuously explore the 

unknown, regardless of the unfair stigma surrounding HIV/AIDS. Participants knew 

they were not alone and had support; however, they actively chose to establish 

connections with people outside their initial support group. Many participants 

described a shift from knowing about their resources to having the bravery to use 
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those resources. As participants reached out in different ways, they tapped into new 

forms of bravery to disclose their diagnosis to others. Some participants chose to go 

more public with their diagnosis, while others kept it private. One participant shared: 

I did remember a name of a lady, an HIV/AIDS counselor, in a town about 25 

miles away from where I lived. I got in contact with her, and, it was with her 

help, and that of an HIV/AIDS support group, that I began to see that I was not 

alone, in learning to live with my new “normal.” 

One participant shared this advice for others: 

Lastly, reach out to people you trust. Don't try to do it alone, but be a little 

careful whom you tell. Most positive people have had mixed reactions when 

disclosing. Try to find a support group and definitely find a case worker. They 

have the resources to help you fast-track finding the support programs that will 

aid you going forward with your long and healthy life. 

HIV/AIDS will not define us. This category reflects participants’ refusal to 

allow HIV/AIDS to become their or their families’ identity. The three subcategories 

for this category are Strong Sense of Value, Regaining and Strengthening of Self-

Love, and Family Love is Stronger.  

Strong sense of value. Several participants made the choice to avoid self-

stigmatizing and instead understand that they have just as much of a right to love and 

be loved as anyone else. Participants made statements like, “I have self-worth and a 

purpose and today I carry myself with dignity and grace,” “My life was about purpose 
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even in my suffering,” and “Most importantly, don't let HIV/AIDS run your life.” One 

participant advocated for herself: 

. . . I am in love, I have my career, I try to be the best human being I can be, I 

love to help others, I love to travel, eat, shop, work out, and I love fashion—

pretty much a normal woman who is living with HIV and made it to 40 . . . but, 

DOES NOT LET HIV DEFINE WHO SHE IS!” 

Another participant put the HIV/AIDS in its place: 

After a while I learned to cope with my condition, I learned to not let it define 

me in anyway. And I still tell myself if a negative thought comes to me, "HIV 

does not define me!” I've been on dates, and all of them have been negative 

and accepting. So many wonderful things have happened to me lately, and I'm 

very thankful to God. If you are reading this, and are HIV + do not let this 

condition drag you down, this is the time where you have to rise, don't let the 

grief of this take over you. You have to continue with life step by step, 

everything will settle on the right timing. Don't let HIV define you!!! Don't let 

this get in between on what you want to pursue. 

One participant acted on her creativity and wrote a short, empowering message about 

who she is: 

I AM happy, I AM cured of my long-standing HCV virus after 40 years, I AM 

healthy and strong, I AM a DIVA, I AM thriving, I AM grieving, I AM a 

miracle, I AM blessed, I AM love, I AM healed, I AM not my past, I AM 
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whole, I AM stardust, I AM abundance, I AM steadfast, I AM living my 

dreams, I AM a heart full of gratitude, I AM grateful. 

Regaining and strengthening of self-love. This subcategory captures 

participants’ descriptions of regaining and strengthening self-love. For example, one 

participant suggested: 

You cannot let these feeling overwhelm you. You have to learn to love 

yourself again, and once you do that the world and HIV are not so scary. It is 

not always an easy thing to do because you are not the same as you were 

before so you have to learn to love the new you, HIV and all. For many that is 

that hardest thing to do. 

One participant gave this advice to others: 

Start out slow if you need to. Take the time to stop and just watch the world 

around you for a few moments each day. You will soon realize you are not any 

different from the lady in the grocery store or the man pumping gas next to 

you. There is a practice called Mindfulness which teaches one to know the 

mind, train the mind, and free the mind. Freeing the mind is to liberate the it so 

there are no barriers, shackles, or constrictions that block us from loving 

ourselves. Usually freeing the mind begins in small steps, each bringing a 

corresponding peace. Learning these practices have taught me how to love 

myself again and have been a huge tool my overall acceptance of my HIV. 

However you choose to do it is up to you, but loving yourself is key to being 

happy. Even when it may seem impossible, find something about yourself that 
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you love, hold on to that feeling and then find another thing and keep building 

from there. 

Several participants described the process of “learning to love myself again” and 

emphasized that although “loving yourself after HIV may seem impossible,” it is not. 

Family love is stronger. The family represents an important aspect of the 

HIV/AIDS Will Not Define Us category. Participants explained the ways in which 

their families have come together, not allowing themselves to be labeled by the 

diagnosis. Love is what defines the family, and through it, each member of the family 

gains perspective of the illness so that it does not define the individual’s identity or 

consume family life. Living with HIV/AIDS is a process that families go through over 

time, and the participants’ accounts reveal that the love within their families gave 

everyone a reason to keep thriving throughout that process. Many participants referred 

to the family love they felt from the day they disclosed the diagnosis and throughout 

everything that came after. One participant described that in his family, love was 

stronger than HIV: “No matter how cheesy it sounds now, what was said or what I feel 

recalling it: Love was to be stronger than HIV. Both were in my blood, but only one 

could make it boil with passion.” One participant spoke about the family love he 

experienced on the day he was diagnosed “No matter how tough life can get, no matter 

how the virus affects me, love made the day of my diagnosis a happy memory. It 

always will be.” Another participant explained it this way: 

Love doesn't have to stop after the diagnoses. I believe that someone should 

love you pass HIV. I am healthy, happy and so much better than this 
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diagnoses. I have HIV it does not have me. So I'm picking myself up by my 

boot straps and moving head on. . . . My love for myself, my bf and my family 

will increase this day forth!! 

One participant shared a family member’s perspective:  

“It's all in how YOU look at your life. NOT what you have or don't have," is 

what she always tells me. You know, she is right. Life is what you make of it, 

not what disease you carry just how you handle it with life. Yes, I have HIV. 

But it will be a cold day on the Sun that it has ME. 

Possibilities. Several participants noted changes in their overall outlook of the 

future. Not only did they acknowledge having a future, but they also began acting on 

this awareness. One participant summed it up by saying, “I move forward thanking 

each day as I collect my once broken dreams like seashells on the beach.” This future-

oriented belief seemed to defeat the HIV/AIDS in different ways. The two 

subcategories under Possibilities are Futuristic Thinking and Meaningful Pursuits.  

Futuristic thinking. Participants described a shared experience of reconnecting 

with hopes and dreams and being fueled by a desire to live for their desired future. 

This created a new way of thinking about life and the future. For example, one 

participant reported: 

Every day since my diagnosis, I have gained more clarity. Who I am. What I 

want in life. What is most important to me. Who is most important to me. 

What I want in a friend. What I want in a life partner. My goals. My dreams. 

My present. My future.  
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One participant offered this advice to others:  

You see, just because you are diagnosed with HIV, your life is not over. You 

can still have dreams, love, hope and any damn thing you want. While HIV 

means you will have to make a few changes in your life, it does not mean that 

you don't have a life worth living. 

Meaningful pursuits. Several participants shared that they had many 

meaningful pursuits in life—which were once lost—that they wanted to achieve. They 

strived to make those pursuits possible, and their perseverance led to successes.  

Although the participants worked toward their goals at their own pace, they all made 

possible what once seemed impossible. Participants reported that they decided to “date 

again”, “go to school”, “finish school”, “start a family”, “fall in love”, “get married,” 

and “have another child.” One participant shared an experience with dating: 

When I did try, my diagnosis ran people away which was expected. But 

recently I have met a great guy. We have been on two dates and it feels so 

good and right this time. We have been honest with each other and going at a 

good pace. It may still be too early to jump the gun but this guy is so 

interesting, hardworking and amazing all around. He knows of my diagnosis 

and said he would look at me differently if I didn't have it. I guess I just want 

to give anyone reading this who may be struggling to date a little hope. It may 

not be today or tomorrow, it's been over a year for me, but eventually you'll 

find a person who accepts you for you. Not for what you have or don't have. 

Another noted: 
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Yes I was scared, nervous, happy, sad, and all the above because I didn't know 

where my diagnosis was going to take me. I began to everything regularly and 

didn't let HIV take over and control my goals in life or my successes. Fast 

forward a year later, I am junior in college and doing well. HIV doesn't mean 

your life is over, it's just a newer beginning. 

Gratitude. Many of the participants described approaching life with a sense of 

gratitude, which strengthened their outlook on life. A genuine appreciation of life was 

common among the participants.  The three subcategories that emerged from this 

category are Living in the Moment, Living at Best, and Positivity. 

Living in the Moment. Living in the moment was one of the ways in which 

many participants showed gratitude.  One participant summarized the importance of 

living in the moment by saying, “I live a day at a time. I have learned that it is 

important to take hold of every moment in our short lives and also live life to the 

fullest.” Another explained, “HIV has impacted my life in a very profound manner. I 

have learned to live a day at a time to take hold of every moment.” Several 

participants noted that they were “extremely grateful.” One shared a personal 

perspective on what it means to live in the moment: 

All of it continues to become so clear. Suddenly that cliché of living every day 

like it is your last is resonating with me. If I really had just this one day to live, 

I would want to live it with purpose, with stability, and with passion. The small 

stuff—the daily drama and the bullshit—does not get to me like it used to. It is 

a breath of fresh air to have more of this inner peace. 
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Living at best. Participants actively lived to the best of their abilities and 

continued to play their everyday role—at work, in their families, and in other personal 

relationships—to the best of their ability. Some described participating fully in life 

instead of “living to die.” Several participants explained that at first, they were so 

focused on their CD4 (T-cell) counts that they forget to live. However, they learned to 

shift their mindset and start thinking and living the best way they could. One 

participant shared, “Nothing stands in my way,” and another stated, “Now my vision 

for myself is to live until I do die. That means that I'm living life with intent that 

encompasses the fullness of life.” Participants described their experience of living at 

their best in different ways, such as, “It’s a commitment every day to my health, but 

it’s one that is worth taking,” and “It wasn’t always easy but I’ve always been 

DETERMINED to live!” One participant challenged readers by stating, “As I move 

forward with my life, I will pause and ask you: How are you preparing to live your 

best life? Intent is deliberate and deliberate means action.” 

Positivity. Several participants expressed the importance of maintaining a 

positive outlook on life. They emphasized that optimism and hope are powerful and 

vital to the process of living with HIV/AIDS. One participant excitingly shared, 

“Smile! Birds will sing!”; another noted, “Be strong and fight On!!!” Another stated, 

“I have grown to see the grass greener, the air fresher, the sun brighter and the birds 

chirping louder. That life is what we make it to be, no matter the amount of hardships 

we face.” One participant explained, “I can always find a positive out of something” 

and another reported, “. . . we made a decision not to wallow in despair but to become 
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positively charged people determined to fulfill a need in our own lives as well as the 

lives of those around us.” One of the participants offered this advice to others: 

Please, be the happiest you can be! You can live with HIV or any other trial or 

struggle and still make the best out of a negative situation! In life we choose 

two paths: We take the path of life, love and success (with all the trials and 

struggles); or we can choose to live like we are dead!” 

Crisis Becomes the Miracle. Most of the participants experienced the initial 

time after being diagnosed with HIV/AIDS as one of crisis and uncertainty for them 

and their families. As participants and their families became more resilient, they began 

to see HIV/AIDS as the one thing that saved their lives and their relationships with 

their families. Participants went from seeing the illness as a “thick-black cloud” to 

becoming “happy” and “looking forward.” The three subcategories grounded in the 

Crisis Becomes the Miracle data include Changing for the Better, Family 

Transformation, and Making a Difference.  

Changing for the better. Many of the participants explained that before being 

diagnosed, they were not satisfied with their lives. Some participants went into detail 

about high-risk behaviors (e.g. drug abuse) they used to engage in and explained how 

those behaviors—and not the HIV/AIDS diagnosis—would have been what killed 

them. Several participants acknowledged that they experienced personal growth after 

the diagnosis, which otherwise might not have happened. Some participants described 

being “stuck” in a particular stage of life that was unpleasant. Their accounts of how 
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HIV/AIDS changed their lives for the better are inspiring. For example, one 

participant explained: 

I know my old self died along with the news of my diagnosis, but frankly, I’m 

rather glad it did. And now, as I reminisce on the past year, I am amazed at the 

journey thus far. It has been a rocky road, but it made me know myself, my 

strengths and my ability to rise up from the ashes. I now love my life, HIV and 

all, and I wouldn’t want it any other way. A part of me is glad I have HIV, and 

another part of me isn’t. But one thing for sure, it has made a positive me, pun 

intended. 

Several participants described themselves as being “lucky,” “stronger,” “better,” and 

“happier” as a result of living with HIV/AIDS. One particular participant stated: 

It is worth noting several things, especially how HIV changed me. I was 

incredibly lost before 2002. I didn't know the real me at all anymore. My 

family and I were estranged and very strained. Deep dark place to be -- 

probably depressed. Now, almost 12 years later, I am able to hold down a 

successful job, I have my faith back, I got involved in my church playing 

music and, more importantly, I am happy knowing the real me again. I am now 

40 and healthy—non-smoker, non-drug taker. I chose not to be with anyone; 

however, I have great friends and family around me. I honestly don't think I 

would be here now if it wasn't for me being diagnosed. I was running away, 

partying and terribly lost from circumstances in my past. I was angry at the 

world for my lot. 
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Family transformation. The participants’ experiences suggest that families can 

grow together and become stronger after an HIVAIDS diagnosis. The increased 

vulnerability and closeness resulted from the diagnosis created a positive 

transformation within the participants’ families. Family members who were once 

estranged became strengthened by the diagnosis, promoting an experience of relational 

healing. One participant noted, “. . . I found a renewed outlook on life. I regained the 

respect of my children, grandchildren and family. They all continue to stand behind 

me 100 percent in everything that I do.” Another participant described the individual 

and relational changes that occurred: 

The good that came from the diagnosis: Well, I recovered from the PCP (there 

was some question whether I would initially). During the summer while I was 

recovering, my husband, my daughter (who is also negative—she was 5 when I 

was infected) and I talked about many things that should have come up years 

before. We practiced honest conversations. We now take care of each other 

and are closer than before. I found a primary care doctor (my husband's in fact, 

since my illness also impacts him) and have been taking all medications 

diligently and following medical instructions. I quit drinking, which was easy 

to do because I was on so many meds that summer that everything tasted 

terrible. I started some regular exercise—walking, then running, and now 

strength. We cleaned up our diet, and I lost weight, intentionally. 

One participant expressed an interesting sense of curiosity about the implications of 

the family’s experience: 

http://www.thebody.com/content/art6041.html?ic=4001
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Finally, I also wonder if, in the more difficult times in our marriage (young 

child at home, stresses of moving, my struggle to get tenure, his employment 

struggles and just the rest of life), we would have stuck together. But now, 

after so many years of being together and making it through the tough times, 

we have moved forward stronger than ever” 

Making a difference. Many of the participants shared the perspective that 

HIV/AIDS is a “blessing,” “miracle,” “symbol of hope,” and “a gift” that they used as 

an opportunity to make a difference. Several participants reported that they found a 

sense of purpose in life by being of service to others. Some became HIV/AIDS 

advocates, activists, peer educators, or volunteers. Others chose to become public 

speakers at conferences, churches, colleges, and high schools; still others took 

opportunities to give their time to various groups and organizations or become board 

members or employees at HIV/AIDS related agencies. One participant stated, “. . . my 

past experiences gave me a voice and a platform in which to make a difference.” 

Many participants shared how they gave back to their communities and discovered a 

sense of purpose and persistent desire to help and love others. One of the participants, 

a long-term survivor, put it this way: 

Today, June 2013, at age 51, I live openly with my HIV/AIDS status, and still 

speak to various groups and organizations about life with HIV/AIDS in small-

town USA. It has been and continues to be a blessing in disguise. Never one to 

be any kind of speaker, and actually a quiet, shy youngster, I have grown into 

my own skin. I am my own voice, and a voice for all those who passed away 
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over the years. It was that day one, in 1991, that set me on the journey that 

continues today. 

In summary, the model Building Resilience is comprised of three phases: 

People moved from phase one, Discovery, into phase two, Reworking, in which these 

participants’ loved ones joined them in their journey. Participants and their families 

then moved into phase three, Resilience, and occasionally moved back into phase two 

through either coping together or utilization of resource, and then back into the 

Resilience phase of the model. As participants and their loved ones gained experience 

in the subcategories within the Resilience Phase, their gains and growth enabled them 

to move into complex aspects of Resiliency. The next chapter provides my reflections 

and interpretations of the model in more detail. 
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CHAPTER V 

DISCUSSION 

 According to the model presented in this study, the resiliency process of 

individuals living with HIV/AIDS who had support began with the discovery phase. 

The discovery phase began with individuals facing unique challenges such as body 

disturbances and mind disturbances. Through a series of initial physical and mental 

symptoms, individuals found the courage to act, by finding the strength to seek out the 

truth about their health concerns. Confirmation of the diagnosis was made, and 

individuals were faced with the adversity of living with HIV/AIDS.  

Once individuals started to process the diagnosis they had to decide what was 

next for them, this led individuals into the reworking phase. For all individuals, this 

began with a strong emotional reaction, a state of negatively associated feelings to the 

diagnosis. For every individual this reaction led to the need and want for relational 

support, family or friends provided different levels of support and encouragement. The 

individual turned to their support while facing challenges, which made the family join 

forces by coping together, and then the family perpetuated the strength for the 

individual to further utilization of resources. This sequence of interchange between the 

individual living with HIV/AIDS and the family leads into the progressive “bouncing 

forward” path of resiliency.  

Although the time differs for individuals living with HIV/AIDS to progress to 

the resiliency phase, individuals and their families power- up, bouncing forward 

stronger than ever. For many families, this meant education for all. Education for all, 
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was when families gained strength and closeness in educating of self and others. The 

power of bonding in knowledge and storytelling about HIV/AIDS provided healing 

and encouragement for individuals and their families. Embracing the illness, 

empowered individuals to take action and control of the HIV/AIDS through the 

strengthening of acceptance, confidence and bravery. The result of HIV/AIDS will not 

define us, was replacing self or family- stigma with a strong sense of value, the 

regaining and strengthening of self-love, and acknowledgment that the family love is 

stronger. For many individuals living with HIV/AIDS future-oriented thinking 

evolved and strengthened the idea of possibilities that at one time were lost. 

Possibilities resulted in futuristic thinking by re-orienting hopes and dreams and the 

achieving and success of meaningful pursuits. Focusing on gratitude, a daily approach 

of a strengthened outlook about living, meant that individuals began living in the 

moment, living at best, and believing in positivity. Through series of changes, 

individuals and families reached a place where crisis becomes the miracle, in which 

HIV/AIDS saved the individuals and/or relationships with their family members. The 

miracle resulted in individuals changing for the better, families strengthened and 

created a positive family transformation, the individuals and their loves ones used an 

HIV/AIDS diagnosis as opportunity in making a difference. As individuals and their 

families implemented several of these strengthening dynamics into their lives, 

resiliency touched them as they defeated all odds. At times, individuals would shift 

back and forth from reworking to resilience as they mastered the challenges of living 

with HIV/AIDS.  
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Evaluation of Models 

The majority of research using Froma Walsh’s resiliency model is qualitative 

in nature, and seeks to give detailed meanings of these key processes specific to the 

population of interest (Walsh, 2006). I intended for this study to fill in some 

significant gaps of family resilience in families living with HIV/AIDS. Specifically, I 

hoped to clarify the relational processes of resilience in families living with 

HIV/AIDS. However, this model was only successful with representing some of those 

relational processes. As reported, the Building Resilience model highlights five family 

processes that merge within the model. Relational support, coping together, education 

for all, HIV/AIDS will not define us, and crisis becomes the miracle.  

Relational support from family members and friends included aspects of 

positivity and optimism. Family members would convey encouraging messages or 

have an optimistic view that provided comfort to individuals living with HIV/AIDS. 

In Walsh’s model one of her aspects to family resilience is positive outlook. Positive 

outlook emphasizes encouragement from the family and helps the individual grow 

personal courage to face the adversity (Walsh, 2006). The similarity here is that 

families living with HIV/AIDS provided this type of encouragement and individuals 

living with HIV/AIDS started to shift in their way of thinking, and started gaining a 

sense that with this positive support they could overcome the challenges they were 

facing. One last interesting similarity related to relational support was Walsh’s aspect 

of connectedness. Connectedness involves mutual support, collaboration, and 

commitment, and a way for families to “rally together” (p. 94). At times, families 
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living with HIV/AIDS would collaborate with other family members and join together 

to provide support. Also, in some instances family members would reach out to other 

family members to create mutual support. Overall, relational support seems to be the 

starting point to creating stability throughout the reworking phase and resilience 

phase. Stability through disruption is an important factor of family resilience (Walsh, 

2006).  

The second family process that was found in the Building Resilience Model 

was coping together. Coping together often involved encouragement and support 

through different experiences (e.g. attending doctors’ appointments together, gathering 

new information to help facilitate understanding of HIV/AIDS concepts). Also, some 

family members took on a caregiver role to help nurture individuals living with 

HIV/AIDS back to health. In comparison to Walsh’s model, she describes a similar 

aspect called flexibility in resilient families. Flexibility provides a strong authoritative 

leadership of nurturing or guiding the vulnerable family member (Walsh, 2006), and 

this was common in coping together by providing basic resources (e.g. food, cooking, 

a place to stay while nurtured back to health). Families living with HIV/AIDS would 

be dependable and show stability through strong leadership or caregiving acts.    

Thirdly, education for all was the next family process discovered in this model.  

Education for all emphasizes the importance of individuals and family members all 

educating each other and other’s outside the family system. The interaction of learning 

and talking about HIV/AIDS provided a way for the family to gain new perspectives 

of the illness and deepen the bond. The education enabled families to fully understand 
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and manage the illness together. Similarly, Walsh’s model describes a process of 

gaining a sense of coherence. A sense of coherence is defined as, “a global orientation 

to life as comprehensible, manageable, and meaningful” (Walsh, 2006, p. 59). In 

families living with HIV/AIDS, education seems to be an important factor in gaining a 

sense of coherence because the demands of the illness become manageable by using 

education as a resource.  

Fourth, HIV/AIDS will not define us, was another family process that reflects 

the families’ refusal to allow the HIV/AIDS to define who they are. The love towards 

each family member is what allowed the family to thrive together and not allow 

stigmatization to gain control. Walsh’s model (2006) doesn’t identify this process 

specifically; however, she does discuss the concept of “putting the illness in its place” 

(p. 226). Walsh describes with the diagnosis of a chronic illness families are, “leaving 

the normal world and entering the illness world,” therefore, “it is crucial that families 

find ways to gain a perspective on the illness so it doesn’t define an individual’s 

identity or rule the family” (Walsh, 2006, p. 226). Similarly, Gonzalez & Steinglass 

(2002) describe this concept as the families need to find ways to “put the illness in its 

place” (p. 316). Families living with HIV/AIDS recognized the influence of the 

illness, and mastered it with acceptance and love. Families living with HIV/AIDS 

viewed the individual person diagnosed and their relationship as defined by more than 

the illness.  

Lastly, crisis becomes the miracle is the last family process identified in the 

model. Crisis becomes the miracle reveals how families make a positive 
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transformation, and grow stronger and closer than ever before. In some aspects, the 

diagnosis was identified as something that saved the family. There was good that came 

out of the diagnosis, and in some cases families that were once estranged repaired and 

healed their relationships. In Walsh’s model she describes that resilient families seek 

connectedness through seeking reconnection, and reconciliation of wounded 

relationships. One way this is done is through forgiveness and remembering strong 

connections that were once lost (Walsh, 2006). Also, Walsh’s model refers to another 

process of transcendence in families that reflect a similar understanding, but not the 

same understanding. In this case, she describes the family transformation is through 

learning, change, and growth. For example, “[f]amilies forge new meaning and growth 

out of the cauldron of adversity. Learning from adversity, resilient families believe 

that their trials have made them more than what they might have been otherwise 

(Walsh, 2006, p. 79).  

Similarities and differences were found in different aspects of Froma Walsh’s 

model and the Building Resilience Model. The model created from this study specifies 

five categories: relational support, coping together, education for all, HIV/AIDS will 

not define us, and crisis becomes the miracle that begin to help the understanding of 

relational processes of family resilience in families living with HIV/AIDS. This model 

is unique because the results suggest that families living with HIV/AIDS find strength 

in different ways to overcome and navigate the long-term course of HIV/AIDS. Also, 

this model shows how families living with HIV/AIDS find ways to defeat odds and 
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live well.  As seen, dyadic processes were woven throughout the phases, and 

emphasized through specific processes that contribute to resilience.  

 Clinical Implications 

This model can assist clinicians in understanding processes of individual and 

family resilience and what they go through and overcome when living with 

HIV/AIDS. One important finding from this study is that despite the seriousness of the 

diagnosis and consistent unique challenges individuals and families stand up against 

HIV/AIDS. They exhibited resilience, finding strengths within themselves and support 

systems. 

Clinicians increasingly will need to be supportive to individuals and their 

families living with HIV/AIDS as they build their path to resilience. Through an 

approach that engages the family as a crucial supporter in treatment and focuses on 

their potential for resilience, families can more likely take hold of opportunities to 

make a difference, increasing their sense of control and overall quality of life 

(Rolland, 2003). In the treatment of chronic illness, “it is vital to build family 

strengths, resources, and successful coping strategies” (Walsh, 2006, p. 246). 

Clinicians should carefully consider the integration of a strength/resource-based 

approach, building on personal strengths in families living with HIV/AIDS. Family 

members facing the challenges of a serious chronic illness often are not sure if they are 

doing too much or too little and are not clear on how to navigate unfamiliar and 

difficult situations (Walsh, 2006). Clinicians can facilitate coping and adaption in 
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families living with HIV/AIDS during these uncertain times, and identify strengths 

and sources upon which that they can continue to build.  

This model suggests how family members can play an active and important 

role in resiliency for each other and individuals living with HIV/AIDS that have 

relational support. Rolland (2003) suggests that with medical improvements, 

increasing numbers of people are living longer with chronic conditions that vary 

widely in their progression, and severity. Although there is not a cure, most chronic 

illnesses can be managed well through individual and family efforts, with support of 

health care systems and community resources. This model helps identify the 

individual and family efforts put forth by persons living with HIV/AIDS who have 

relational support.   

Research Implications  

The findings of this study reinforces that families living with HIV/AIDS tap 

into strengths despite the numerous and serious challenges of this chronic illness. The 

findings support the importance of examining resilience in this population, and further 

studies can continue to build on the understanding of specific family and individual 

processes that lead families to resilience. More research is needed to fully understand 

they key processes for families living with HIV/AIDS.  All individuals and families 

living with HIV/AIDS have the potential for greater resilience; researchers can 

maximize those potentials by doing additional studies that further explore 

characteristics, patterns, or processes of resilience and strengths. Specifically, 

qualitative and quantitative studies could analyze subgroups that are more or less 
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likely to utilize resilience strategies. Also, future studies could explore people living 

with HIV/AIDS within the first year of the diagnosis to provide richer descriptions of 

the first two phases and movement into phase three.  Further studies can develop 

interventions to enhance living well with HIV/AIDS and promote successful living to 

newly diagnosed individuals and families.  

The literature supports that chronic illness has a significant impact on family 

functioning, and family beliefs and practices can influence the mental and physical 

wellbeing of their members (Campbell, 2003). More recently researchers have been 

exploring the impact of individual and family strengths in the illness course and on the 

quality of life for all family members (Weihs, Fisher, & Baird, 2002). Key family 

processes have significant ramifications for physical stamina and recovery from illness 

(Walsh, 2006). Although this study explored similarities with Froma Walsh’s family 

resilience model, additional studies could focus on the specifics within her key 

concepts of family belief systems, organization patterns, and communication 

processes. Family resilience is a complex and interactive process, perhaps researchers 

could analyze one of those key processes and the aspects within her model to create a 

comprehensive model of family resilience in families living with HIV/AIDS.  

Limitations and Conclusion  

Research exploring secondary data analysis through social media can be 

approached in several ways. In this study, blogs were the approach and offered 

valuable understanding to family resiliency in people living with HIV/AIDS. 

However, as with many studies, this study is limited in several ways.  
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One, concern is the veracity of anonymous and unsolicited narratives. A 

serious drawback in the use of social media, is that the researcher mistrusts, to some 

level, the credibility of their participants. The researcher essentially has no idea who is 

sitting on the other side of that computer. Bloggers have personal agendas for 

interacting with social media, and may be more likely to misrepresent personal 

information (e.g., age) as opposed to active research participants (Mazur, 2010). Also, 

Webmasters or Web creators currently do not have a dependable way of validating 

information the bloggers provide, if they post any at all. It is important to 

acknowledge that the information found in the bloggers social profile is likely to be to 

be truthful and unedited, however, the possibility still remains that bloggers of any age 

may falsify some data, exaggerate, or delete/change information within the narratives.   

Also, with studying blogs I chose participants who met a certain criteria and 

openly expressed their personal experiences with living with HIV/AIDS. Due to this, 

my findings from the use of two websites are limited to the small minority of 

individuals living with HIV/AIDS who blog, and do not fairly represent the millions 

of people worldwide living with HIV/AIDS who do not blog publicly, or who do not 

use or have access to social media. Yet, some of the categories about living with 

HIV/AIDS were universal when compared to previous literature. For example, 

physical/emotional symptoms (e.g., body disturbances and mind disturbances) and the 

initial negative emotions (e.g., emotional reaction) shared a lot of commonality with 

bloggers and non-bloggers.  
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Another limitation of this study was that the Websites were not intended for 

research purposes. The public bloggers may have been more comfortable and open in 

sharing their experiences compared to private bloggers or active participants. The non-

intrusive approach to the data created drawbacks. It did not give the opportunity to 

experience the value of face-to-face interaction with the participants, or communicate 

with them online. I was not able to experience back and forth conversation with the 

participants, see or hear behavioral cues, or view body language. Therefore, taking a 

passive approach to the data shaped my understandings and findings of this study. It is 

possible that a face-to-face component, such an interviews, or observing bloggers in 

the context in which they blog could demonstrate different findings than from only 

one side of the computer screen. Online research does allow geographic diversity that 

may have been difficult to obtain in person. However, there is no way at this time to 

accurately measure the scope of public blog participants. 

Another limitation is using secondary data analysis is that theoretical saturation 

and theoretical sampling could not be used. Charmaz (2006) states, “[t]heoretical 

sampling means seeking pertinent data to develop your emerging theory. The main 

purpose of theoretical sampling is to elaborate and refine the categories constituting 

your theory” (p. 96). Theoretical saturation is the point in which the research is no 

longer finding anything new and the researcher will stop collecting data (Charmaz, 

2006). Unfortunately, I was not able to seek out participants during the phases of 

analysis to re-interview or process the creation of categories for this study.  
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Blogs can include multiple pictures, links, and videos. Another limitation of 

this study is that I only analyzed text entries. I did not analyze video blogs or links to 

other blogs that at times were included within the blogs collected. These elements 

might have enhanced the study and richness of the data. Also, it is important to 

acknowledge that participants who shared their narratives had access to view other 

postings beforehand, and this may have influenced the nature of the postings. 

However, one useful analytic tool that I used often was incident-to-incident coding 

and I compared earlier to later postings. As I went through this process, new 

categories and subcategories were found in later postings. This process helped provide 

some support in that earlier blogs did not seem to have a powerful influence over later 

blogs.  

Lastly, I acknowledge my own positioning as a researcher partly influenced 

this study. While I am sensitive to areas of bias, my values, biases, and questions of 

inquiry influenced the interpretation of my results. I am looking through the lens of 

many privileges, and not living with HIV/AIDS or having a family member living 

with HIV/AIDS inherently shapes my reality. However, as mentioned before I took 

steps to acknowledge my influence on process and findings of this study. Likewise, I 

acknowledge that I grounded my theoretical orientation in the views or perceptions of 

individuals. In the social constructivist worldview, I view these findings as one 

representation of this phenomenon. The findings are not and objective truth, and 

multiple realities about this phenomenon would be different than these and 

encouraged.   
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I was privileged to hear the voices of these participants. I enjoyed the 

challenge of merging “traditional” methods with “new” online research methods. My 

best hopes for this study is that these narratives of living with HIV/AIDS offer 

awareness into the processes related to strengths and family resilience for individuals 

living with HIV/AIDS. Also, I wanted to contribute to the early stages of using blogs 

for research studies and facilitate learning on how this is done, and how to make future 

studies better.  

This study contributes to the literature on individual resilience and family 

resilience in families living with HIV/AIDS.  This study suggests the existence of 

resilient processes in this population, and supports the relevance of family resilience 

theory and emphasis in strengths. Further research with a primary focus on family 

resilience using both qualitative and quantitative methods will advance understanding 

of this important conceptual framework at it relates to living well with HIV/AIDS.  
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