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 An increasing number of individuals are looking for health information, 

interacting with health care providers, and participating in health-related online support 

groups. The virtual landscape of the internet offers the opportunity for individuals to 

establish contact and relationships with persons having similar health concerns anywhere, 

anytime. The phenomenon of health-related social media use generated an interest in why 

persons in the transplant journey chose to participate in an online support community, 

how they interacted and made use of the online community, and how this knowledge 

could assist nursing in improving care for this growing population. A six month sample 

of internet postings from an international transplant-related social media site was 

analyzed using an inductive qualitative content analysis adapted from Graneheim and 

Lundman (2003) within the theoretical lens of Unitary Caring Science (Smith, 1999). The 

study provided a unique perspective of how members used the social media support
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group. The synthesis of four pandimensional interconnected patterns, expressing 

emotions, sharing experiences, exchanging information, and offering reciprocal support 

lead to a theme of being known and understood. Healing transcendence emerged as a 

unitary transformative metatheme that reflected the holistic nature of the member 

interaction in the online support experience.   
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CHAPTER 1. THE PHENOMENON 

Phenomenon of Interest 

From the inception of the online bulletin boards and Usenet discussion groups of 

the 1970’s and 1980’s, an increasing number of individuals are looking for health 

information, interacting with health care providers, and participating in health-related 

online support groups (Boyd & Ellison, 2007; Cline & Haynes, 2001). These groups 

include a wide variety of social media sites, including personal blogs, social networking 

sites such as Facebook and Twitter, and disease or diagnosis specific support groups 

(Boyd & Ellison, 2007). Recent Pew research data (Fox & Duggan, 2013) reported that 

35% of adults in the United States have used the internet to search for health-related 

information, 26% of adult internet users have read or viewed other persons health or 

medical experiences in the past year, and 16% of internet users seeking health 

information online have searched for others who might share similar health concerns. Use 

of smartphones to access the internet is a growing phenomenon; it is estimated that 45% 

of adult Americans own a smartphone, and 52% of this population uses their smartphone 

to access health information (Fox & Duggan, 2013). Use of social media and the internet 

for health-related activities and information has become commonplace for many 

Americans (Fox & Duggan, 2013; Grumme & Gordon, 2016). The phenomenon of 

health-related social media use generated an interest in why persons in the transplant 

journey choose to participate in an online support community, how they interact and 
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make use of the online community, and how this knowledge can assist nursing in 

improving care for this growing patient population. Traditional face-to-face support 

groups for persons in the transplant journey are usually affiliated with and/or located at 

major health care organizations that perform organ transplants, not always convenient for 

persons due to limitations of space, place, and time. Personal and group dynamics can 

affect a person’s willingness to share experiences due to lack of privacy, fear of lack of 

support, or negative feedback (Galagher, Sproull, & Kiesler, 1998; Walther & Boyd, 

2002;). The pandimensional nature of the internet offers worldwide virtual contact and 

availability anytime, and if desired, anonymity. The internet also offers the opportunity to 

interact and form relationships with a large number of persons with similar health 

interests from diverse geographical locations, greatly increasing the scope of an 

individual’s social network (Eysenbach, 2003). Persons in the transplant journey now use 

a diverse support network that includes transplant-related social media sites.  

Background and Significance of Phenomenon  

Organ transplantation has progressed from the realm of experimental surgery to 

almost routine therapy (Leder, 2002) for end-stage organ failure. Renal transplants are by 

far the most common solid organ transplant, accounting for 57.9 % (17,106) of solid 

organ transplants (29,532) in 2014 (Organ Procurement and Transplant Network [OPTN], 

2015). However, the number of patients on transplant waiting lists far exceeds organ 

availability (OPTN, 2015). Current data from OPTN (2015) reports that since 2000, over 

400,000 persons in the United States have received an organ transplant, with more than 

122,000 persons with end stage organ failure remaining on transplant waiting lists, 

continuing to hope for a compatible organ (Grumme & Gordon, 2016). Psychological and 
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emotional distress for patients and their families during this waiting time is well 

documented in the literature, and includes coping with the physical and psychosocial 

effects of end-stage organ failure, and fear of death before a compatible organ is found 

(Brown, 2006; Ivarsson et al., 2014; Moran, Scott, & Darbyshire, 2010; Yelle, Stevens, & 

Lanuza, 2013).  These stressors will be discussed in Chapter 2 in the literature review. 

Table 1 displays the average waiting time in days for the most common solid organ 

transplants. 

 
Table 1  

Average Waiting Time for Solid Organ Transplants in Days 

Organ Type Average Wait in Days 

Heart 207 

Kidney 877 
Liver 232 

Lung (single and double) 181 
Pancreas 236 

Note. Adapted from Bentley, 2014, p. 11. 

 
After a person has received an organ transplant, survival rates are multifactorial and vary 

by type of solid organ.  Major psychological and emotional stressors for patients and their 

families include fear of organ rejection and death, changes in lifestyle and social 

relationships, adherence to post-transplant treatment regimens, and changing views of 

self (Dew et al., 2007; Stilley et al., 2012; Rodrigue et al., 2011). These stressors will be 

discussed in the literature review. Table 2 displays survival rates by organ type and years 

since transplant. 
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Table 2  

Patient Survival Rates By Organ Type and Year of Transplant (2014 Report) 

Organ One-Year Three-Year Five-Year Ten-Year 

Heart 87% 80% 75% n/a 
Kidney 93% 85% 74% 48% 

Liver 86% 78% 69% 53% 
Lung  86% 68% 56% 27% 

Pancreas 81% 63% 55% 41% 
Note. Adapted from Bentley, 2014, p. 12.  

 
The cost of care for organ transplantation is a major expense for the United States 

health care system, and assumed by the person receiving the transplant(s). Financial 

status is a major non-clinical consideration during the transplant evaluation process. 

Table 3 displays the most current estimates of organ transplantation expense pre and 

post-transplant (Bentley, 2014). 

 
Table 3 

2014 Average Estimated Billed Charges Per Transplant in U. S. Dollars 

Organ 
type 

 

30 days 
pre-

transplant 

Procurement 
 

Hospital 
transplant 
admission 

Physician 
during 

transplant 

180 days 
post 

transplant 
discharge 

Immuno-
suppressant 
therapy and 

other RX 

Total 
 

Heart 50,900 97,200 771,500 88,600 198,400 35,600 1,242,200 
Kidney 23,200 84,400 119,600 20,500 66,800 19,800 334,300 
Liver 37,300 95,000 399,100 53,100 128,900 25,700 739,100 
Lung 
(single) 
Lung 
(double) 

21,800 
30,700 

90,200 
129,700 

435,200 
566,900 

44,600 
59,100 

165,800 
219,800 

27,400 
31,500 

785,000 
1,037,700 

Pancreas 12,100 93,800 104,300 18,800 67,700 20,800 317,500 
Note. Adapted from Bentley, 2014, p. 5. 
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Although patient financial status is evaluated pre-transplant, the ongoing expense 

of a lifetime of immunosuppressant therapy and other medications places a high cost 

burden on persons receiving organ transplants. Medicare coverage of transplant 

immunosuppressant therapy ending after 36 months was not changed with passage of the 

Affordable Care Act (2010). Without other insurance (i.e. from spouse), patients must 

enroll in insurance plans offered by the Health Insurance Marketplace at HealthCare.gov. 

Personal income determines the availability of subsidies for premium expenses. 

Medication adherence (and potential graft rejection) becomes a problem at this juncture 

due to patients being unable to afford their needed immunosuppressant medications 

(Evans et al., 2010).  

Psychosocial factors also influence medication adherence, including perception of 

social support. Several studies suggest the positive effects of perceived social support on 

medication adherence (Hugon et al., 2014; DiMartini, Dew & Trzepacz, 2014; Lamba et 

al., 2012; Berben et al., 2015). These studies, as well as the impact of social support as a 

healing modality and the link between emotions and health will be further delineated in 

the literature review. 

Conceptual Framework and Connection to Unitary Caring Science 

The conceptual framework of holism has been a thread throughout my doctoral 

studies. The term holism (from the Greek holos, meaning all, entire, total) is defined as, 

the theory that parts of a whole are in intimate connection, such that they cannot exist 

independently of the whole, or cannot be understood without reference to the whole, 

which is thus regarded as greater than the sum of its parts (Oxford Dictionaries, 2015). 

The term “holism” was first used by Smuts (1926) in his work on holism and evolution, a 
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precursor to later twentieth century thought on whole systems thinking and complexity 

science (van Wyck, 2013). 

The concept of holism has been present and debated in human philosophical 

thought since the classical Greco-Roman era. Aristotle spoke of the whole in 

Metaphysics (Cohen, 2016). Aurelius spoke of the universe as “one substance, one 

soul…how all things act with one movement…and are the cooperating causes of all 

things which exist.” (Aurelius, trans. 1961, as cited in Owen & Holmes,  

p. 1688). Holism continued to be a major philosophical force until Descartes espoused 

the concept of mind-body dualism. The body was considered part of the material world; a 

machine, devoid of thought (Leder, 2002). Just as the Protestant Revolution gave impetus 

to increasing separation of church and state, Cartesian dualism undid the historical and 

ecclesiastical taboos of “tampering with nature” (Leder, 2002, p. 238) and 

experimentation upon and/or dissection of human bodies, and set the stage for a 

mechanistic view of the body as object, the sum of its parts. The practice of medicine 

adapted quickly to this new philosophy, and continues in this mode of thought today. 

Organ transplantation can be viewed as an ultimate expression of this philosophy.  

Late 19th century and 20th century philosophers such as Hegel, Smuts, Teilhard 

de Chardin, Merleau-Ponty, Bergson, and Bohm (Owens & Holmes, 1993) offered a 

rebuttal to reductionism and a return to the holism of earlier thought. Nightingale (1859) 

promoted holism in her care of the whole patient – mind-body-spirit and their interaction 

with the environment/world around them (Owens & Holmes, 1993). Galvin (2010) 

extended Nightingale’s (1859) conceptualization of holism to a contemporary holistic 

view of person based on unitary caring science, “a view of the person as living in the 
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seamlessness of all the connections of their everyday life: temporality, spatiality, 

intersubjectivity, and embodiment” (p. 173). Caring for persons within this “universal 

oneness” (Cowling, Smith, & Watson, 2008, p. E45) allows the nurse to “marvel, 

appreciate, journey with, partner with, accompany, support, and facilitate” (Cowling et 

al., 2008, p. E45) the ever-evolving patterns of the human health experience. Holism is a 

central tenet of unitary caring science and contemporary nurse theorists, including Rogers 

(1970, 1992), Watson (2008), Parse (1992, 1997, 2002), Newman (1994, 2008), and 

Smith (1999). 

Unitary Caring Science 

Unitary caring science is based on concepts of energy, pattern, 

interconnectedness, and holism (Parse, 1992, 1997; Rogers, 1970, 1992; Smith, 1999; 

Newman, 1994, 2008; Watson, 2008; Watson & Smith, 2002) a “rhythmic resonance of 

pattern” (Phillips, 2015, p. 42) between human and universe (Grumme, Barry, Gordon & 

Ray, 2016). Parse (2002) describes the unitary human as “mystery…pandimensional, 

indivisible, unpredictable, and everchanging” (p. 48). Understanding virtual human 

interaction in the internet fits well with this theoretical base. Using Roger’s (1992) 

postulate of pandimensionality and principle of integrality, the “continuous mutual 

human field and environmental field process” (p. 31), Barrett (1993) described virtual 

interaction as a mode of human health patterning that allowed one to perceive, 

experience, and express oneself in a non-linear manner (Grumme et al., 2016). Watson 

(2002) spoke of a “transformative unitary network” where humans and technology 

interfaced “in a new ontology of reality, where physical presence is replaced by 

metaphysical presence, and virtual caring authentically touches all of the senses, 
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emotions, and psyche” (Grumme et al., 2016, p. 13). The term “journey” is used as a 

descriptor to describe the care trajectory for members of this study population as it 

directly reflects the unitary caring science concept of pattern. 

Reed’s Theory of Self-Transcendence 

Based on the Science of Unitary Human Beings (Rogers, 1992), Reed (1997) 

viewed self-transcendence as a “manifestation of a pattern of wholeness at times in life 

when a sense of fragmentation may threaten one’s well-being” (p. 192). Self-

transcendence is also a powerful inner source of healing that allows integration of critical 

life events for the person to emerge in a new state of wholeness (Reed, 1997). The mid-

range theory is particularly appropriate for persons living with chronic illness. Self-

transcendence refers to the human capacity to expand their boundaries pandimensionally 

(inwardly, outwardly, and temporally) to gain greater awareness of values, connections, 

and meaning (Reed, 2009). Well-being is defined as one’s individual perception of health 

at a particular time (Reed, 2009). Vulnerability refers to life events or health crises that 

cause one to confront personal mortality or profound loss (Reed, 2009).  

Persons experiencing organ transplantation trade encroaching death for a lifetime 

of  medical chronicity, and unique challenges to image of self, perceptions of wholeness, 

and body integrity. These particular circumstances place an existential strain on their very 

sense of being and how they see themselves and are seen in the world. Self-transcendence 

can be seen as the ability to move forward and come to terms with the experience of 

organ transplantation, an integrative process not unlike Newman’s (1994) concept of 

pattern recognition. Patterns of transcendence include “generativity, introjectivity, 

temporal integration, body-transcendence, and relationship with self/others/higher being” 
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(Reed, 2014, p. 124). A unitary/transformative theoretical perspective is inherent in this 

mid-range theory, and allows for realization of human potential, personal growth, and 

moving beyond the chaos and changing patterns of the individual to find meaning in their 

experience as a person in the transplant journey. Reed’s (1997) theory has been tested 

empirically with the Self-Transcendence Scale (2009) and supported in a diverse range of 

human health conditions. Studies of transcendence in persons who have received organ 

transplants will be discussed in Chapter 2 as part of the literature review. 

LaCoursiere (2001) developed a nursing theory specific to social support in the 

virtual environment, the Theory of Online Social Support. The theory is holistic and 

based on unitary caring science, incorporating the four elements of the nursing 

metaparadigm to describe the dynamism of interpersonal relationships and social support 

within virtual communities (LaCoursiere, 2001). Figure 1 illustrates the shared elements 

of unitary caring science reflected in the Theory of Self-Transcendence and the Theory of 

Online Social Support.  

Purpose of the Study 

The purpose of the study is to explore how social media sites are a venue of 

support by persons in the transplant journey. Gaining understanding of support needs for 

persons in the transplant journey identified in virtual communities may enable nurses to 

better plan and provide care to optimize well-being and quality of life for this growing 

patient population. 

 



10 

 

Figure 1. Dynamic illustration of theoretical framework and interrelationship of Mid-
Range theories.  
 

Research Question 

 Interest in how individuals use and interact in social media sites for health-related 

issues led to the following research question: 

RQ. How are persons in the transplant journey using social media sites as a venue 

of support?  

Researcher’s Perspective of the Study 

Personal Knowing  

Interest in improving care for persons involved in the organ transplant journey 

evolved as a bedside nurse and clinical nurse manager of an intensive care unit where 
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many of our patients who were dying or were pronounced brain dead were referred as 

potential organ donors. I also saw critically ill patients waiting for a heart transplant, and 

how care was provided post transplant. The stark paradox of asking for and receiving 

“the gift of life” from donor families and the medical perspective of treating an organ as a 

“replacement part” evoked strong feelings in this researcher. Caring for patients and 

families in the transplant journey has been and continues to be a profound aspect of my 

nursing experience.  

Research interest was also generated when a close personal friend developed end-

stage renal failure as a sequela to an acute illness, and was placed on a renal transplant 

waiting list. Unable to tolerate regular hemodialysis, she and her spouse had to learn to 

perform peritoneal dialysis at home. Her entire life revolved around the three to four 

times daily procedure until a compatible cadaver transplant was found after over three 

years on the waiting list. The following mini-saga (Liehr & Smith, 2008) derived from a 

personal interview reflected her experience during this time: 

Tethered to a bag that stole my sense of self, I raged for my body to be whole. 

The gift of a kidney arrived; at first it was strange, it didn’t work; I was obsessed. 

Now I’m fine, I pat it every morning, part of me. I’m good, I’m strong. (Grumme, 

2013, p. 12) 

Her powerful personal experiences during the wait for transplant, and continuing 

experiences as an organ transplant recipient continue to give me incentive to improve 

support and care for persons in the transplant journey. 

Personal Research Trajectory 

This researcher has studied the phenomenon of organ transplantation from many  
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perspectives. A literature review of donor family experiences lead to the creation of a 

caring model “Transcending Loss: Nurturing Hope and Healing” (Grumme, 2012), which 

identified key attributes of caring that fostered transcendence and healing for this very 

special groups of families. The model was presented in poster format at the 2012 

International Association for Human Caring conference. 

The phenomenon of emotional and psychological integration of the transplanted 

organ into one’s perception of self lead to a concept analysis and conceptual model of 

this human health experience titled “Embodied Being: A Model of Nurse Caring for 

Individuals Who Have Undergone Organ Transplantation” (Grumme, 2013), a podium 

presentation at the 2013 International Association for Human Caring conference. 

A qualitative pilot study conducted by this researcher (Grumme & Gordon, 2016) 

of an international transplant-related internet support site revealed two key themes from 

the narrative postings of the transplant recipients who were members of this internet 

community: sharing overwhelming gratitude and finding sanctuary. The pilot study was 

presented in poster format at the 2014 graduate student research day, winning second 

prize for the category. It was also presented in poster format at the 2014 International 

Association for Human Caring conference. The study findings generated further research 

questions on the use of online support groups by persons in the transplant journey.  

This researcher has an established relationship with the transplant website 

creator/administrator of the website used for the pilot study, which includes membership 

in the online community. Other than a welcoming response to membership, there has 

been no personal interaction or online postings to any members of the community other 
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than the site administrator. My presence in the online community at this time is purely 

observational.  

Conceptual Definitions 

Social Media 

Social Media is defined as “a group of Internet-based applications that build on 

the ideological and technological foundations of Web 2.0, and that allow the creation and 

exchange of User Generated Content” (Kaplan and Haenlein, 2010, p. 61). Web 2.0 is a 

conceptual term describing the change in internet content and applications from platforms 

where “content and applications are no longer created and published by individuals, but 

instead are continuously modified by all users in a participatory and collaborative 

fashion” (Kaplan & Haenlein, 2010, p. 61). Cohen (2011) describes the major 

characteristics of social media:   

1) Encompasses wide variety of content formats including text, video, 

photographs, audio, PDF and PowerPoint.  

2) Allows interactions to cross one or more platforms through social sharing, 

email and feeds.  

3) Involves different levels of engagement by participants who can create, 

comment or lurk on social media networks.  

4) Facilitates enhanced speed and breadth of information dissemination.  

5) Provides for one-to-one, one-to-many and many-to-many communications.  

6) Enables communication to take place in real time or asynchronously over 

time.  
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7) Is device indifferent. It can take place via a computer (including laptops and 

netbooks), tablets (including iPads, iTouch and others) and mobile phones 

(particularly smartphones).  

8) Extends engagement by creating real-time online events, extending online 

interactions offline, or augmenting live events online (para 6). 

Online Communities     

Whittaker, Isaacs, and O’Day (1997) described key attributes of online 

communities: 

1) Members have a shared goal, interest, need, or activity that provides the 

primary reason for belonging to the community.   

2) Members engage in repeated, active participation and there are often intense 

interactions, strong emotional ties and shared activities occurring between 

participants.  

3) Members have access to shared resources and there are policies for 

determining access to those resources.  

4) Reciprocity of information, support and services between members.  

5) Shared context of social conventions, language, and protocols 

6) Voluntary membership. (p. 137) 

Social media support groups are one example of the diverse group of online communities. 

Online Social Support 

LaCoursiere (2001) defined online social support as: 

the cognitive, perceptual, and transactional process of initiating, participating in, 

and developing electronic interactions to seek beneficial outcomes in health care 
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status, perceived health, or psychosocial processing ability. It incorporates all 

components of traditional social support, with the addition of entities, meanings, 

and nuances present in a virtual setting, and unique to computer-mediated 

communication. (p. 66)  

Transplant-related social media sites are a venue of support for persons in the transplant 

journey. 

Persons in the Transplant Journey 

 An inter-related network of persons are included in the transplant journey:  

1) Persons waiting for transplant – this group includes persons waiting for first or 

subsequent retransplant due to graft failure (rejection). 

2) Persons who have received an organ transplant – this group includes persons 

who have received one or multiple transplants. 

3) Persons (living) who have donated an organ – this group includes persons who 

have made the decision to donate an organ or part of an organ via direct, 

indirect, or paired exchange donation.  

4) Donor families – the group includes family members of persons who have 

donated an organ(s), both living and deceased. 

5) Families and friends of persons described above  

6) Health care professionals – this group includes all members of the health care 

team involved in the care and support of persons in	  the	  transplant	  journey.	  

Each of these groups of individuals have psychological and emotional thoughts, feelings, 

and experiences that contribute to the body of knowledge to better facilitate support and 

care for persons in the transplant journey. 
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Chapter Summary 

Chapter 1 included an introduction to the phenomenon of social media use by 

persons in the transplant journey and provided a theoretical framework of unitary caring 

science to guide analysis and discussion of the phenomenon. Discussion of the 

background and significance of providing holistic support for this population identified 

key emotional and psychological stressors experienced by persons included in the 

transplant journey.  

Chapter 2 will include a review of the existing theoretical and nursing literature 

on the following: transcendence in transplant patient populations, social support as a 

healing modality, the link between emotions and health, and an extensive review of the 

nursing literature on social media support groups. Gaps in knowledge will be identified 

for further research opportunities. 
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CHAPTER 2. A REVIEW OF THE LITERATURE 

Chapter 2 includes a review of the existing theoretical and nursing literature on 

the following: transcendence in transplant patient populations, psychological and 

emotional stressors for persons in the transplant journey, social support as a healing 

modality, the link between emotions and health, and an extensive review of the nursing 

literature on social media research and support groups. Gaps in knowledge will be 

identified for further research opportunities.  

Self-Transcendence in Persons Who Have Undergone  

Organ Transplantation 

 Reed’s Theory of Self-Transcendence (1991a, 1991b, 1997, 2014) has been 

studied in two patient transplant populations: persons who have received liver transplants, 

and persons who have received stem cell transplants. Another relevant study by 

Evangelista, Doering, and Dracup (2003) studied meaning and life purpose in women 

who had received a heart transplant, with findings directly related to self-transcendent 

feelings and behaviors.  

Bean and Wagner (2006) employed a mixed-method cross-sectional design to 

study the relationship between self-transcendence, illness distress, and quality of life in 

persons who had received liver transplants. Participants were recruited from midwestern 

and southwestern transplant centers. A total of 471 respondents (59% response rate) 

agreed to participate in the study. Instrumentation included Reed’s (1991b) Self-

Transcendence Scale (STS), Ferrans and Powers (1985) Quality of Life Index (QLI), and
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Noyes et al. (1990) Illness Distress Scale (IDS). Narrative analysis (Sandelowski, 2000) 

was used to derive themes and categories that emerged from an open-ended question that 

asked the participants to describe their personal experiences of liver transplantation. The 

study found significant relationships between self-transcendence scores and quality of life 

(r =.51, p = .01), and perceived illness distress (r = -.36, p = .01) (Bean & Wagner, 2006). 

The qualitative analysis revealed narratives supportive of Reed’s (1991b) Self-

Transcendence Theory and were categorized as transcendent behaviors and feelings that 

related to one’s intrapersonal relationship (relationship with self), interpersonal 

relationship (relationships with others) and transpersonal relationships (spirituality and 

relationship with God) (Bean & Wagner, 2006). The study also found higher levels of 

self-transcendence in female participants, and in participants who were less than two 

years post-transplant (Bean & Wagner, 2006). Findings suggested that self-transcendent 

behaviors helped to modify perceptions of illness distress and facilitated positive 

outcomes as reflected by the high quality of life scores (Bean & Wagner, 2006). 

A holistic study grounded in unitary caring science by Williams (2008) explored 

how persons who had received stem cell transplants experienced transcendence. Using a 

phenomenological approach, four men and four women who had received a stem cell 

transplant in the past year were recruited from an urban academic center. Individual 

interviews with open ended questions asking about their transplant experience and what 

self-transcendence meant to them revealed an overarching transcendent theme of 

“rebirth” consisting of two metathemes, “The Longest Night” and “Return of the Sun”  

(p. v). The seasons were metaphorical representations of their struggle with the physical 

and emotional effects of the transplant, and transformation as they drew on inner strength 
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and support from others to have a new perspective on life that included a new sense of 

self and relationship with others (Williams, 2008). Eight themes emerged from data: the 

private storm, the lowest point, getting through, turning point, transformation, a new 

perspective, valuing self and others, and moments of darkness (Williams, 2008).  

A sense of wholeness and pattern was inherent in the transformative process 

described by the persons who received the stem cell transplants. Williams (2008) also 

interpreted Reed’s (1991b, 1997, 2014) transcendent process of extension of boundaries 

to include the integration of the transplanted cells and transformation of self into a new 

whole on physical, psychological, and spiritual levels using Quinn’s (1997) work on 

healing as a framework for her perspective. This study was important as it described an 

ongoing integrative process of the transplant experience necessary for all persons who 

have received organ transplants. 

Evangelista, Doering, and Dracup (2003) used a mixed-method study to explore 

feelings of meaning and life purpose in women who had received a heart transplant. A 

total of 13 participants were recruited from an outpatient heart transplant clinic affiliated 

with a university-affiliated medical center. For the quantitative portion of the study, the 

women completed the existential vacuum and life purpose subscales of the Life Attitudes 

Profile (LAP) and Multiple Affect Adjective Checklist (MAACL) (Evangelista et al., 

2003). The existential vacuum subscale measured negative aspects of life attitude; “lack 

of meaning in life, lack of goals, and free-floating anxiety” (Evangelista et al., 2003, p. 

251). The life purpose subscale measured positive aspects of life attitude, including “zest 

for life, fulfillment, and satisfaction” (p. 251). The MAACL measured anxiety, 

depression, and hostility (negative mood states) (Evalangelista et al., 2003). For the 
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qualitative portion of the study, the women participated in individual semi-structured 

interviews where they were asked to describe their health condition and how their 

experience of a heart transplant affected their life. Inductive content analysis was used to 

identify common themes from the interviews. 

Findings from the quantitative data demonstrated statistically significant 

correlations between meaning and life purpose (r = .353, p < .05), meaning and anxiety  

(r = -.395, p < .05), meaning and depression (r = -.474, p < .001), life purpose and anxiety 

(r = -.544, p < .001), life purpose and depression (r = -.761, p < .001), and life purpose 

and hostility (r = -.461, p < .001). There was also a strong correlation between anxiety 

and depression (r = .719, p < .001) (Evangelista et al., 2003).  

Analysis of the qualitative data revealed two major categories: perceptions related 

to illness and motivating factors in recovery (Evangelista et al., 2003). Perceptions 

related to illness included two themes, fear and lack of control. Fear included fear of 

dying while waiting for transplant and fear of dying post-transplant due to rejection. Lack 

of control included psychological and emotional distress due to health-related issues such 

as symptoms of heart failure pre-transplant and side effects of immunosuppressant 

therapy post-transplant, and the effect of these health situations on their families 

(Evangelista et al., 2003).  

Motivating factors in recovery revealed seven themes consistent with patterns of 

self-transcendence: optimism, faith, acceptance, altruism, self-transcendence, self-

fulfillment, and changing life goals (Evangelista et al., 2003). The qualitative and 

quantitative data complimented each other and demonstrated that even though emotional 

and psychological distress was a continuing presence both pre and post-transplant, the 
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motivating factors were strong forces that facilitated recovery (Evangelista et al., 2003) 

and healing for this group of women. 

Recurring themes that positively supported self-transcendence in these studies 

included “optimism” (Evangelista et al., 2003, p. 254), “a sense of wholeness” (Williams, 

2008, p. 102), “new purpose in life” (Williams, 2008, p. 122), “rebirth” (Williams, 2008, 

p. 12), “looking beyond worldly needs” (Evangelista et al., 2003, p. 255), “appreciate the 

meaning and essence of life” (Evangelista et al., 2003, p. 255), and awareness of internal 

resources (Bean & Wagner, 2006). Study findings suggest that self-transcendence, the 

ability to expand one’s boundaries and view challenges to health with new perspectives 

of self and relationships with others, is a strong force that facilitates well-being and 

wholeness (Reed, 2014). The Self-Transcendence Scale (Reed, 1991b) has not been 

tested in the online environment with members of a transplant-related support group. This 

presents an opportunity to explore expressions of self-transcendence with a diverse group 

of persons in the transplant journey. 

Psychological and Emotional Stressors for Persons  

in the Transplant Journey 

 Discussion in this section focuses on the unique psychological and emotional 

stressors experienced by persons in the transplant journey. It is important to understand 

the particular needs and feelings of persons and their families from the time of diagnosis 

throughout the post-transplant period when learning to live with an organ transplant. This 

will help to gain better perspective of the online postings of members of the transplant-

related social media site that will be used for this study. Select literature that focuses on 

experiences of persons waiting for and receiving major solid organs such as a heart, a 
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liver, a lung, or a kidney are discussed to provide perspective to the unique suffering and 

turmoil experienced by persons who are waiting for and who have received organ 

transplants. 

Waiting for an Organ Transplant 

 A diagnosis of end-stage organ failure and the need for an organ transplant to 

survive (or the need for a lifetime of renal dialysis) is a devastating revelation and 

challenge to one’s sense of health and well-being. The process of evaluation to be 

considered for transplant, and the ensuing wait places an enormous psychological and 

emotional strain on both patient and family. As noted in Chapter 1, the wait for a 

compatible organ can be months, even years, depending on the type of organ needed and 

other mitigating factors (Bentley, 2014; OPTN, 2015). A complex formula unique to each 

type of organ determines a person’s category of need and place on the transplant list, 

including genetic compatibility factors, complexity of illness, comorbidities, time on 

transplant list, proximity to transplant center, willingness to receive an organ from 

expanded donor criteria, and odds of survival (OPTN, 2015). The following studies are 

exemplars of the experience of waiting for persons in the transplant journey. 

 Brown, Sorrell, McClaren, and Creswell (2006) used a phenomenological 

approach to explore the meaning of waiting for a liver transplant.  Six persons waiting for 

transplant who had been on liver transplant waiting list for varying lengths of time were 

recruited from a large Midwestern university center. End stage liver disease is 

multifactorial, but there is a high degree of stigma (Goffman, 1963) attached to persons 

on the wait list due to the perception of substance abuse associated with liver failure. 

Each participant was interviewed privately, with three participants having a follow-up 
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interview. A series of 10 open-ended questions designed to gain a full description of the 

“waiting experience” (p. 123) were used during the interviews.  Eight themes describing 

the experience of waiting were explicated from the data: “transformation, doctors, teams 

and trust, elation to despair, loss, questioning the process, searching, coping, and the 

paradox of time” (p. 126).  

Transformation included a new sense of mortality and a changed perspective of 

self. Doctors, teams, and trust included perceptions of caring by the health care team, the 

feeling that they had to “prove their worth” (Brown et al., 2006, p. 127) for the transplant, 

and also a sense of loss of control now that they were on the transplant list, “they [the 

transplant team] hold all the keys” (Brown et al., 2006, p. 127). Elation to despair 

included the rollercoaster of emotions related to the wait, fear of death, fear of the 

surgery, and guilt over the potential donor’s death so they might live (Brown et al., 

2006). Loss was described as a “pervasive experience” (Brown et al., 2006, p. 128) that 

encompassed loss of health, loss of social relationships, loss of autonomy, loss of 

livelihood, and a feeling of being “on hold” (Brown et al., 2006, p. 128) waiting for the 

beeper or call of an available organ. Questioning the process involved second thoughts 

about having such a high risk procedure, and future quality of life. Searching and Coping 

included finding meaning in the waiting experience and personal strategies to overcome 

the stress of the waiting (Brown et al., 2006). The paradox of time was represented as a 

two-dimensional phenomenon, “until transplant…and after transplant” (Brown et al., 

2006, p. 130). The uncertainty of life at any moment either accelerated or slowed 

perception of time on an existential level for the participants, particularly in regard to the 
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wait. This was an important study as it was the first study to examine the experiences of 

persons in need of a liver transplant purely from a “waiting” perspective. 

Moran, Scott, and Darbyshire (2011) studied the experience of waiting for a renal 

transplant while on dialysis with a group of 16 patients recruited from an Irish dialysis 

center. A Heideggerian phenomenological approach was used to analyze the interview 

data. Two interviews with each participant consisted of semi structured questions asking 

about the meaning and experience of being on dialysis. The overarching pattern of 

waiting for a kidney transplant was composed of three themes: “living in hope”, 

“uncertainty”, and “being on hold” (p. 504). A strong element of temporality was a thread 

throughout the data, along with the uncertainty of when a compatible organ would 

become available (Moran, Scott, & Darbyshire, 2011). Renal transplants are by far the 

most common solid organ transplant, with the highest demand.  

Current OPTN data (OPTN, 2015) shows over 108,000 persons waiting for a 

renal transplant. As covered in Chapter 1, current average wait time is for a renal 

transplant is 877 days. Based on current allocation guidelines and wait time, Schold, 

Srinivas, Sehgal, and Meier-Kriesche (2014) now estimate that half of renal transplant 

candidates 60 years and older will die before a compatible organ is available. Participants 

were unable to contemplate the future without dialysis, and also suffered loss as lifestyle 

restrictions associated with dialysis prevented them enjoying or performing many 

activities previously taken for granted (Moran, Scott, & Darbyshire, 2011). 

Yelle, Stevens, and Lanuza (2013) employed a longitudinal narrative analysis to 

study the illness narratives of seven persons waiting for a lung transplant, which included 

their frustration over the revised lung allocation criteria (UNOS, 2012). Waiting was 
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described as “a life on hold” (p. 4), …the ABSOLUTE worst part is waiting…p. 6), and 

included episodes of anger, depression, and fear of dying (Yelle et al., 2013). Other 

narrative stories related to the wait included “I’m just not going to sit here by the phone”, 

“Packed bags for two years”, “You’re punishing me for trying hard”, “Pulled off the 

waiting list” and “Seeking support groups before transplant” (Yelle et al., 2013). The 

participants described coping mechanisms to offset the anxiety and stress of waiting, 

frustration with being penalized for their efforts to stay healthy with the ranking system, 

and deep distrust of the system because of a scoring error on body mass index that 

erroneously removed one participant from the wait list (Yelle et al., 2013). 

Ivarsson, Ekmehag, and Sjöberg (2014) studied patient experiences of 

information and support who had recently been placed on the waiting list for heart or 

lung transplantation. A qualitative descriptive design using a critical incident technique 

(Ivarsson et al., 2014) was used for the study. Participants who were accepted to the heart 

and lung transplant lists within the last four weeks were recruited from a Swedish 

cardiothoracic clinic. A total of 21 persons agreed to participate in the study. A semi-

structured private interview with each of the participants asked them to describe events 

related to information and support while waiting for transplant surgery that were 

important to them.  

Two major themes emerged from the data: body and mind, and support and 

information (Ivarsson et al., 2014). Body and mind concerned feelings about being 

chronically ill and the need for transplant, and attitudes towards the future (Ivarsson et 

al., 2014). Participants described the stress and uncertainty of waiting to be accepted to 

the transplant list, “the waiting is 10 times worse than waiting for a transplant” (p. E666), 



26 

a time when little support or information was given (Ivarsson et al., 2014). This waiting 

period was also marked by restrictions on activities of daily living, inability to 

concentrate, fear of infection, and embarrassment over being seen with assistive devices 

such as oxygen or wearing an artificial heart (an advanced mechanical circulatory 

device), “…people look at you, to say the least. It’s just as if you had a monkey in a 

cage” (p. E667). In essence, life during this waiting period was a life on hold. Attitudes 

toward the future described the participants’ many thoughts about the transplant surgery, 

the donor’s death, changes in lifestyle and diet, and side effects of immunosuppressant 

therapy, including risk of malignancy (Ivarsson et al., 2014).  

 The support and information theme included the participants’ relationship with 

the interdisciplinary healthcare team. Overall, participants felt they along with their 

spouse or next of kin received adequate information and support during scheduled 

support meetings, but specifically mentioned lack of information and support available 

for their young and adolescent children (Ivarsson et al., 2014).. Some of the participants 

felt there were inconsistencies in information needed and support, so they turned to 

alternative sources such as the internet and other media sources. This study was important 

as it reflected the need for additional information and support for children, and support 

during all phases of the pre-transplant process, including the evaluation period. Public 

education regarding patient use of sophisticated medical equipment in social 

environments will hopefully lessen the feelings of stigma (Goffman, 1963) associated 

with this usage. 

 The review of the literature reveals that the time of waiting for transplant is a 

period of high psychological and emotional stress, causing a considerable degree of fear, 
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uncertainty, and a feeling of life being on hold. This is also a period of relative lack of 

support by the health care transplant team. Focused interventions to provide additional 

support during this pivotal period will hopefully place the person waiting for transplant 

“in the best condition for nature to act upon him” (Nightingale, 1859, p. 75). 

The psychological and emotional stressors of waiting for a transplant also affect 

the family. Several studies have explored the impact of waiting on spouses of persons 

waiting for transplant (Casida, 2005; Collins, White-Williams, & Jalowiec, 1996; 

Ivarsson et al., 2014; Miyazaki et al., 2010; Nolan et al., 1992; Rodrigue & Baz, 2007) 

from both qualitative and quantitative approaches. Themes found in the literature review 

included depression, guilt, fear and anxiety, financial strain, realization of a loving 

relationship, caregiver burdens, living with hope, coping strategies, discovering inner 

strength, realizing what is important in life, changing roles, having faith, and seeking 

support.  

Other recent studies have explored the feelings of children and adolescents while 

a parent was waiting for an organ transplant (Ågren, Ivarsson, & Rönning, 2014; 

Fullbrook, Liesfield, and Wiggins, 2012; Kurz, 2012). Children described feelings of 

anxiety, uncertainty, separation, changes in family life, a desire for normalcy, and the 

importance of social support. Ågren, Ivarsson, and Rönning’s (2014) study of now adult 

children’s retrospective views of support in relation to their parent’s heart transplant was 

particularly insightful as the now adult children were able to reflect on their experiences 

both before and after the parent’s transplant and offer suggestions to improve care and 

support for children during this highly stressful period in their lives.  
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The Kurz (2012) study of older adolescent experiences of living with a parent 

who is a transplant patient also described a feeling of life being on hold while waiting for 

their parent’s transplant. The adolescents reported anxiety related to waiting for the call, 

drops in grades at school, and lack of peer support during this period (Kurz, 2012). The 

adolescents also reported an improved relationship and closeness to the parent waiting for 

transplant Kurz, 2012). The stability of the home environment appeared to be directly 

dependent on the other parent’s assumption of chores and roles normally performed by 

the parent waiting for transplant. Kurz (2012) also noted that in single family homes, the 

adolescent assumed tasks that the other parent would have assumed as needed. 

These studies of family responses and needs during the pre-transplant period 

emphasize the importance of family centered care in the transplant support process. 

Ågren et al. (2014) note that Swedish law requires that health care professionals “pay 

particular attention to children in families where one parent has a serious physical illness” 

(p. 1). It is important that all members of the family are provided information and support 

during this crucial period in the transplant journey.  

Living with an Organ Transplant 

 Living with an organ transplant includes many complex psychological, emotional, 

social, and physiological changes. These changes include integration of the transplanted 

organ into one’s sense of body integrity and self, changes in relationships, lifestyle and 

diet, following a complex medical regimen, dealing with side effects of 

immunosuppressant therapy, and an underlying fear of organ rejection and death. The 

following studies are exemplars of this continuing life-changing experience.   
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Wainwright (1995) explored the experience of receiving a liver transplant using a 

grounded theory approach. A total of 10 participants were recruited from a liver 

transplant center in south east England. Inclusion criteria included having the transplant 

surgery at the transplant center, survived at least one year post transplant, spoke English, 

be willing to participate in the study, and receiving no psychiatric treatment (Wainwright, 

1995). The concept of transformation emerged as a core concept, with the theoretical 

model including the following: making a decision, receiving a liver transplant, improving 

in hospital, improving at home, feeling well again, and reciprocating (Wainwright, 1995).  

Making a decision included the wish for a normal life and the decision to be 

evaluated for liver transplant (Wainwright, 1995). Receiving a liver transplant included 

receiving a call that a transplant was available, and saying goodbye. The joy associated 

with getting the call was juxtaposed by a fear that they would not survive the surgery 

(Wainwright, 1995). Improving in the hospital described the postoperative healing 

journey from the surreal experiences in intensive care, to slowly improving as they were 

transferred to the ward. Dealing with postoperative pain, side effects of medications, and 

slowly recovering functional abilities (activities of daily living), and finally the 

enjoyment of having recovered sufficiently to be discharged were elements of this stage 

(Wainwright, 1995). Improving at home was described as “entering a new world”  

(p. 1072) along with a gradual “returning to normal” (p. 1072). Social support from 

family, friends, and other persons who had received liver transplants in the Liver Support 

Group was a major emphasis during this period (Wainwright, 1995). Feeling well again 

was described as a transformational process of being a new person, allowing them to look 

forward to the future and planning ahead (Wainwright, 1995). There was also a dark side 
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to this recovery. This was a period where side effects of medications and other therapy 

were evident, but the participants reflected that this was a small price to pay for survival 

(Wainwright, 1995). Reciprocating was the final stage. Transcendent behavior was 

evidenced here by the participants feeling that they needed “to give something back” (p. 

1073) and “support others” (p. 1074). The study was important as it emphasized the 

importance of support throughout the theoretical framework. The participants felt that 

support from the health care team during the hospitalization was excellent, but more 

information and support was needed for post-transplant social and financial needs.  

 Schipper et al. (2013) used qualitative descriptive methodology to investigate the 

positive and negative consequences of persons receiving renal transplants. Participants 

were recruited by posting a message to an online support forum and through referrals 

from a local organ transplant patient organization. Interested patients were called and 

asked if they would like to participate in the study. A total of 30 persons participated in 

the study, 18 participants with private interviews, and 12 participants divided into two 

focus groups. Four major themes emerged from the data: experiences before transplant, 

positive improvements going together with adaptation problems, less positive changes 

going together with adaptation problems, and adaptation and resilience after 

transplantation (Shipper et al., 2013). Experiences before transplant included fatigue, 

physical complications of end-stage renal failure, and lifestyle disruption due to the rigid 

dialysis schedule (Schipper et al., 2013). A wide range of emotions were evident during 

this period, including fear, hope, jealousy, anger, and doubt (Schipper et al., 2013).  

The second theme included feeling physically better and experiencing a “regained 

freedom” (p. 7), no longer dialysis dependent along with all of the lifestyle restrictions 
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associated with dialysis. Feeling better also led to changes in the social dynamics of 

personal relationships, especially with spouses, requiring both to find a “new balance” 

and “new roles” post-transplant (p. 7). Paradoxical feeling of guilt and gratitude towards 

the donor also emerged during this period, along with fear of rejection (Schipper et al., 

2013). A healthy integration of these feelings is an important transcendent behavior 

during this time. 

The third theme related to realization that the regained freedom also came with 

new lifestyle restrictions to prevent rejection. Side effects of immunosuppressant therapy, 

including sexual problems and body changes were disconcerting to some of the 

participants, leading to disillusionment about having the transplant and guilt over having 

these feelings. Relationship issues also came to light as participants shared that spouses 

“expected you to be able to do more things” (p. 9). Feelings of lack of support also 

surfaced as participants sensed that others felt that now that the transplant was done, 

support was no longer needed, “they think it’s done. I can do it myself” (p. 9).  

The final theme, adaptation and resilience after transplantation, demonstrated how 

participants reached inwardly and outwardly (Reed, 1991b, 2007, 2014) to make sense of 

their new found life along with all of its challenges and changes, by reframing 

perspectives, making choices, expressing emotions, and taking care of self (Shipper et al., 

2013) . This was an important study as although not stated, transcendent behaviors were 

evident as the persons who had received renal transplants came to terms with their 

experience and were able to move forward with their lives, creating new patterns of 

health and healing. 
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Several studies have explored the experience of persons who have received a 

heart transplant (Evangelista et al., 2003; Hallas et al., 2009; Kaba et al., 2000, 2005; Lin 

et al., 2010; Mauthner et al., 2012; Sadala et al., 2008; Walton & St. Clair, 2000). 

Evangelista et al. (2003) studied women’s perspectives of the transplant experience. 

Hallas et al. (2009) compared the experiences of participants who lived with a ventricular 

assist device prior to transplant compared to those who did not. Kaba et al. (2000, 2005) 

described psychological problems and coping mechanisms post-transplant. Lin et al. 

(2010) identified “dark recovery experiences” (p. 940) that contributed to suffering post-

transplant and positive coping mechanisms that were used to meet these challenges. 

Mauthner et al. (2012) studied perceptions of support throughout the transplant journey. 

Sadala et al. (2008) explored the experience of receiving a heart transplant from a 

phenomenological approach, finding that life post-transplant was a complex, ongoing 

experience that required continuous support from all members of the journey. Walton and 

St. Clair (2000) found that spirituality was an important component of post-transplant 

recovery, a “beacon of light” (p. 87) that sustained the participants through the recovery 

process. 

Conway et al. (2013) provide an extensive discussion of the psychological 

experiences of adult persons who have received a heart transplant using a systematic 

review and meta-summary of qualitative findings for this health experience. Data from 

seven studies were abstracted into 16 distinct abstracted findings. Frequency effect sizes 

were calculated for each finding, with the highest effect size (71%) suggesting that social 

support was a major factor in the heart recipients’ overall psychological well-being that 

was not culturally-specific (Conway et al., 2013). Other findings reflected realizations of 
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both negative and positive moods, the importance of faith, uncertainty and denial, 

striving for a sense of normality, gaining independence, maintaining control over health 

and lifestyle, hope, acceptance of post-transplant challenges and change, recognition of 

different coping styles, realization that each recipient had a unique experience, and 

understanding that psychological experiences have an impact on health (Conway et al., 

2013). This study was important as it was the first to integrate qualitative findings related 

to the experience of receiving a heart transplant. Understanding these unique needs can 

lead to specific nursing interventions that support positive post-transplant psychological 

and physical well-being (Conway et al., 2013) 

McCarthy (2001) used grounded theory to create a theoretical model of the 

processes inherent in the experience of lung transplant by persons with a diagnosis of 

cystic fibrosis. A total of 15 participants were recruited from a large university hospital in 

the United Kingdom. Analysis of semi-structured interviews identified the core category 

of “coping with living and dying” (p. 39), with 11 conceptual categories related to the 

central phenomenon (McCarthy, 2001). Given the average survival rate of 56% after five 

years post-transplant (Bentley, 2014; OPTN, 2015), an “awareness of time” (p. 39) was 

also a common thread in the interviews. Other conceptual categories included perception 

of health status, closeness of death, coming to terms with life and the possibility of early 

death, weighing the odds, anticipation vs. disappointment, medical management, 

information gathering vs. blocking, interaction with others, changes in self, and fighting 

to survive vs. giving up (McCarthy, 2001). The raw data provided emotional accounts of 

the participants’ daily struggle as they endured to survive. This particular patient 

population is perhaps the most sensitive to interventions that provide improved care and 
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support due to the increased risk of complications and relatively high mortality rate post 

transplant (Bentley, 2014; OPTN, 2015). 

The impact of receiving a transplant continues to affect family dynamics and 

relationships. The stressors experienced by spouses and other family members post-

transplant are reflected by the experience of the person receiving the transplant. Stecher 

(2009) studied the lived experiences of eight spouses of transplant recipients using a 

phenomenological approach. Participants were recruited by word of mouth from a local 

transplant center, church, and the community. A total of two men and six women whose 

spouses had received an organ transplant at least one year ago and were still living 

consented to participate and were interviewed for the study. Types of organs transplanted 

included four renal transplants, two liver transplants, and two heart transplants. Data 

analysis revealed five themes: uncertainty, support for the caregiver, feelings of 

thankfulness and a positive approach to life, relationships and intimacy issues, and guilt 

(Stecher, 2009).  

Uncertainty was described as “being worried, afraid, terrified, or scared” (p. 94). 

Two of the participants described the experience of being called to the hospital and then 

being told that the organ was either not suitable or no longer available, adding to their 

fears of finding a compatible organ, “I don’t even know or have a word. I don’t know 

what word to use. I never experienced anything like that” (p. 95).  

Support for caregiver included an appreciation of support from a wide spectrum 

of family, friends, health care professionals, and transplant support groups. Participants 

voiced examples of both positive and negative experiences with the transplant team. The 
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caregiver spouses also mentioned faith and belief in God as another support resource 

(Stecher, 2009).  

Thankfulness and a positive approach to life described feelings of being 

“thankful, blessed, fortunate, grateful, humble, and optimistic” (p. 102). Other descriptive 

words included in this theme included ‘a wonderful gift” and a “miracle” (p. 103). All of 

the caregiver spouses except one expressed feelings of being thankful or having a 

positive approach to life (Stecher, 2009). The positive outlook functioned as a coping 

mechanism to reduce caregiver stress (Stecher, 2009). 

Relationship and intimacy issues included role changes, lack of sexual intimacy, 

dealing with personality changes, behaviors, and changes in appearance attributed to the 

side effects of immunosuppressant therapy, with several participants mentioning 

prednisone as a major cause of some of these issues (Stecher, 2009). Several participants 

mentioned now having a more friend-like or paternalistic relationship rather than intimate 

partnership (Stecher, 2009). 

Interestingly, the guilt expressed by the participants was an extension of the guilt 

felt by the spouse who had received the transplant. The caregiver spouses all felt the guilt 

of the donor death (or in one case the living donor’s loss of an organ), as well as the 

gratitude that their spouse was able to receive an organ transplant, “happy and then 

you’re horrified that someone just died hours ago, minutes ago. I don’t know. You’re just 

devastated. Yet, you are hopeful for your family. It’s a wild ride.” (Stecher, 2009,  

p. 110). 

This study was important as it reflected common experiences of spouses of 

persons receiving organ transplants, regardless of the type of organ. The participant 
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comments were poignant, emotional, and at times bittersweet accounts of their continuing 

experience as a “transplant spouse” (Stecher, 2009, p. 126). Understanding these 

experiences reflects again the importance of family-centered care in planning 

interventions to support the person receiving the transplant and their spouse (or 

significant other). 

This section of the literature review provided an extensive summary of 

experiences of persons within the transplant journey from the time of diagnosis of end-

stage organ failure, being accepted as a candidate to receive an organ transplant, waiting 

for a compatible organ, receiving a transplant, and living with a transplant. The review 

included not only the actual persons who received organ transplants, but the experiences 

of their families as well. Throughout the journey, social support was identified as a key 

factor in the healing process. 

Social Support as a Healing Modality 

Lewis, Winsett, Cetingok, and Hathaway (2000) defined social support as “the 

multitude of ways in which individuals provide assistance to one another…the network of 

relationships that provide concrete, emotional, and informational assistance to meet the 

perceived subjective or objective needs of the patient” (p. 262). Social support is a 

relational network, providing many forms of assistance to meet the particular needs of the 

patient. (Lewis et al., 2000). The healing impact of social support is manifested by the 

sense of belonging and connection that gives “a sense of hope and courage that people 

feel they are not alone in their journey… (Francis, 2013, p. 61).  Relatedness and 

connection are also important aspects of Quinn’s (1989) conceptualization of healing 
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(Grumme & Gordon, 2016). True healing takes place when relationships are 

reestablished “with oneself, with others, and with one’s purpose” (Quinn, 1989, p. 544). 

Social support has shown to have a protective effect that contributes to an 

individual’s ability to respond to psychosocial stressors. This “buffering hypothesis” 

(Wilcox, 1981; Cohen & McKay, 1984; Cohen &Wills, 1985) states that individuals with 

stronger social support systems will have minimal to no adverse effects with 

psychological stressors, while those with little or no support with have adverse effects on 

health and well-being. Cohen and McKay (1984) describe a model offering three avenues 

of social support: tangible, appraisal, and emotional. The resources of each avenue of 

support provide a “buffer” (p. 263) for that particular support need. Tangible support is 

primarily material; anyone can offer this support as needed to the individual. Appraisal 

support refers to psychological support from what are termed “similar others” (p. 262). 

Similar others are defined as “those who have or are experiencing the same or similar 

situation” (p. 262). In this study, “similar others” are those individuals within the 

transplant journey. This concept is supported by Festinger’s (1954) social comparison 

theory, which asserts that in times of uncertainty or anxiety, individuals tend to seek the 

comfort or advice of others in similar situations.  

Emotional support involves giving support in situations of threats to self-esteem, 

personal inadequacy, or sense of belonging (Cohen and McKay, 1984). Similar others 

and those in “close, intimate relationships” (p. 262) with the individual provide this level 

of support. A substantial body of research in the psychological literature since these 

studies in the 1980’s has supported this premise. Zimet et al. (1988) used this tiered 
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model of buffering effect as a basis for the development of the Multidimensional Scale of 

Perceived Social Support (MSPSS). 

Although nursing interventions foster a supporting environment for medication 

adherence, several studies have demonstrated that they alone are not sufficient to ensure 

medication adherence with persons who have received organ transplants (Denhaerynck et 

al., 2005; Prendergast & Gaston, 2010; Foster et al., 2015).  Medication adherence is 

crucial to preventing organ rejection and other complications of receiving an organ 

transplant. A substantial body of nursing research on caring for persons who have 

received organ transplants focuses on non-adherence as patterns of behavior that can be 

influenced by social support. This perception of social support from “similar others” 

(Cohen & McKay, 1984) and persons in the transplant journey have a positive  effect on 

medication adherence (Hugon et al., 2014; DiMartini, Dew & Trzepacz, 2014; Lamba et 

al., 2012; Berben et al., 2015). Consedine and Moskowitz (2007) concluded that the 

relationship of emotions to health was a complex connection, influencing both health 

outcomes and health behaviors, including treatment decision-making, and adherence. The 

combined results of these studies suggest that social support has a strong buffering effect 

on psychological and biological responses to stress and health crisis.  

The Link between Emotions and Health 

Theoretical assumptions on the relationship between emotions and health have 

existed for over two millennia (Consedine & Moskowitz, 2007). Hippocrates postulated 

that imbalances of body “humors” lead to illness and other physical maladies (Salovey et 

al., 2000). Galen explored the relationship between what he termed “passions and 

perturbations of the soul” (emotions) and health (Jackson, 1969). Maimonides (Bar Sela, 
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Hoff, & Faris, 1969) observed, “It is known . . . that passions of the psyche produce 

changes in the body that are great, evident and manifest to all” (p. 25). Selye’s (1955) 

classic work on stress and disease was the precursor of contemporary 

psychoneuroimmunology, which is based on a biopsychosocial paradigm. 

Psychoneuroimmunology studies the interaction of psychological factors, neural, 

endocrine and immune systems, and biological responses to these stimuli that influence 

health and healing (Ader, 1981; Halldorsdottir, 2007; Pert, 1997).  

Kiecolt-Glaser, McGuire, Robles, and Glaser (2002) argued that stress-related 

immune and endocrine dysfunction may be a key factor in a diverse number of health 

risks related to negative emotions, particularly anxiety and depression. Kiecolt-Glaser et 

al. (2002) also concluded that “the link between personal relationships and immune 

function is one of the most robust findings in psychoneuroimmunology” (p. 98). Ditzen 

and Heinrichs (2013) further supported this premise from a psychobiological perspective 

by providing an extensive review of literature describing the effect of social support on 

the autonomic nervous system (reduced reaction to stress), the hypothalamic-pituitary-

adrenal (HPA) axis (endocrine response to stress), the immune system (natural killer cell 

and cytokine activity), and the central nervous system (release of oxytocin and 

vasopressin).  

A remarkable study by Kok et al. (2012) examined the relationship between 

positive emotions and physical health, using vagal tone as a proxy indicator of physical 

health. Citing multiple studies, Kok et al. (2012) described the relationship of low vagal 

tone to a series of negative health outcomes, including increased inflammatory states, 

greater risk of myocardial infarction, and decreased odds of survival after heart failure.  
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Kok et al. (2012) conducted a longitudinal field study consisting of 65 

participants from faculty and staff of a southeastern university examined the effect of a 

contemplative meditation intervention (Loving-Kindness-Meditation - LKM) on vagal 

tone compared to a control group. Participants in both groups kept a diary reporting time 

spent in “meditation, prayer or solo spiritual activity” (p. 1126) and rated their 

experiences of a select group of positive and negative emotions over the past day. The 

participants also rated the quality of social interactions during the past day using items 

from Russell’s (1996) loneliness scale (Kok et al., 2012). The findings demonstrated that 

the LKM intervention produced statistically significant increases in positive emotions, 

perceived social connections, and vagal tone compared to the control group. The positive 

social connections were the link between the positive emotions and improved vagal tone, 

creating in essence a positive feedback loop that sustained the effects of the intervention. 

The findings were the first study to suggest that vagal tone can be improved by positive 

emotions and social connections. 

The Impact of Participation in Online Support Groups on Emotional Health   

 The benefits of social support extend to the virtual environment. Oh, Ozkaya, and 

LaRose (2014) studied the effect of supportive interactions on social networking sites. 

Using snowball sampling, 339 participants were recruited as part of a media research 

class assignment. Participants were given a diary to record several factors related to their 

use of social networking sites (SNS), and also completed surveys measuring perception 

of social support, sense of community, affect, and life satisfaction (Oh et al., 2014). 

Perception of social support included appraisal support, companionship, and esteem 

support (Oh et al., 2014). Using path analysis, a model was created to test the 
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relationships of these factors. The positive affect (well-being) demonstrated by SNS users 

had a positive association with perceived companionship, appraisal support, and life 

satisfaction. Sense of community was indirectly associated with perceptions of appraisal 

support and life satisfaction (Oh et al., 2014). Interestingly, the findings also suggested 

that the quality rather than frequency of SNS interactions mattered in perception of 

psychological well-being and social support (Oh et al., 2014).  

Chung (2014) studied how persons with specific health needs were motivated to 

use certain features of newer generation online support groups to meet their particular 

support needs, and their perception of social support within the group. Contemporary 

online support sites include traditional discussion forums, informational resources and 

links, and social networking features that allow the user to set up individual profile pages, 

blogs, friend lists, post photos, artwork, and videos within the site, and send and receive 

personal messages within the site (Chung, 2014).  

Participants were recruited from four online supports groups that met the 

following criteria: 1) site content addressed specific health concerns, 2) specific goal of 

the site was to provide patient support, 3) the site included social networking features as 

defined by Boyd & Ellison (2007), and 4) at least one new message was posted during 

the most recent week at the time of screening (p. 644). A total of 12 sites met these 

criteria. Emails were sent to the site moderators requesting permission to post a 

recruitment message to their sites. Four moderators gave approval. A recruitment 

message was posted to the four online support groups with a link for those wishing to 

participate in the survey. The survey included questions about use of discussion boards, 

photo sharing and browsing, video sharing and browsing, messaging, and number of 
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friends on their friend list (Chung, 2014). Perception of social support was measured 

using the Social Support Behavior Scale (Chung, 2014; Vauz, Reidel, & Stewart, 1987).  

Five motivating factors were identified: seeking information, helping others, 

meeting others, relaxing, and maintaining offline relationships (Chung, 2014). Regression 

analysis was used to predict use of different site features by motivating factor. Discussion 

board use was significantly related to those seeking information, helping others, meeting 

others, and maintaining offline relationships. Photo and video use was significantly 

related to meeting others and maintaining offline relationships. Blogging was 

significantly related to relaxing and maintaining offline relationships. Friending was 

significantly related to helping others, meeting others, and maintaining offline 

relationships (Chung, 2014). Findings provided insight into the relationship between 

motivation, patterns of use of specific site features, and perception of support in the 

online environment (Chung, 2014).  

The results of these studies demonstrate the positive effect of participating in 

social media online support groups on self-esteem, connectivity, and perception of 

support. The next section will discuss specific nursing literature related to the use of 

social media support groups. 

Nursing studies of online support groups. According to LaCoursiere (2001), 

there are two main health events that cause a person to seek online social support: a 

change in health status, or an alteration in perceived health. LaCoursiere (2001) defined 

online social support as “the cognitive, perceptual, and transactional process of initiating, 

participating in, and developing electronic interactions to seek beneficial outcomes in 

health care status, perceived health, or psychosocial processing ability” (p. 66). Online 
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social support is viewed as a “positive feedback phenomenon, meaning that positive 

experiences increase positive outcomes, in turn providing more impetus to seek support 

as alterations in health demand” (p. 67).  

The therapeutic value of social media support groups has been studied in several 

different patient populations. However, with the exception of a pilot qualitative study 

conducted by Grumme and Gordon (2016) on the use of social media support groups for 

support and healing by transplant recipients, there is a dearth of studies of how persons in 

the transplant journey use or benefit from social media support groups. Grumme and 

Gordon (2016) found that the transplant-related social media support group used for the 

study was a source of sanctuary for the members; a safe place to discuss feelings about 

their transplant experience, their donors, and frustrations with a health care system that 

did not listen to their needs in a nonjudgmental and supportive environment.  

Table 4 reviews a selected group of nursing studies on the use and benefits of 

social media support groups to illustrate the diverse range of patient populations that have 

been studied within the phenomenon. A wide range of positive themes included sharing 

stories, mutual support, nonjudgmental support, empathy, finding information, and 

empowering, Negative themes included disempowering and lack of support. The various 

postings to the online support sites discussed in the studies revealed a wide range of 

positive and negative emotions and feelings. The majority of the responses were 

supportive and nonjudgmental, but as the literature revealed, there were examples of non-

support and negative responses between members of the support sites that led to the 

perception of an uncaring and non-therapeutic environment. This study will add to what 

is known about the use of social media support groups by persons in the transplant 
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journey. The findings may help guide nursing interventions to improve family-centered 

care and support during each phase of the transplant journey for this growing patient 

population. 

Chapter Summary 

 Chapter 2 provided an extensive review of the literature on transcendence in 

transplant patient populations, psychological and emotional stressors for persons in the 

transplant journey, social support as a healing modality, the link between emotions and 

health, and an extensive review of the nursing literature on social media research and 

support groups. The review of the literature on transcendence in select transplant patient 

populations revealed a sense of wholeness, well-being, and improved quality of life and 

relationships as expressions of patterns of transcendent behaviors (Reed, 1997, 2009, 

2014) 

The unique psychological and emotional stressors experienced by persons 

throughout the transplant journey, from the time of diagnosis for end-stage organ failure 

to post-transplant living with a transplanted organ were discussed, with exemplars from 

persons who required and/or received different types of solid organ transplants. The 

psychological anguish related to “the wait”, feelings of uncertainty, fear of death, and a 

sense of a life on hold were common findings throughout the literature of the journey 

prior to transplant. Common psychological and emotional stressors experienced during 

the ongoing post-transplant journey included changing roles and relationships with family 

and friends, lifestyle changes, dealing with the side effects of immunosuppressant 

therapy, paradoxical feelings of guilt and gratitude regarding their donor, and fear of 

organ rejection and death. The review of the literature also revealed the dramatic impact 
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of the organ transplantation journey on spouses and children, and demonstrated the 

relative lack of support from health care providers during key paths of the journey. This 

extensive review provided a further depth of understanding of the support needs of 

persons in the transplant journey. 

The impact of social support as a healing relationship was shown to modify the 

patterns of biophysical, psychological and emotional stressors in the human health 

experience. The particular phenomenon of social support experienced within internet 

support groups from a nursing theoretical perspective was discussed. Exemplar studies of 

diverse patient populations’ experiences with online support groups from the nursing 

literature were discussed to provide background and context to the proposed study. Gaps 

in knowledge have been identified for future research opportunities. 

 Chapter 3 will provide a review of the research design and methods of data 

collection and data analysis. The chapter will include a comprehensive review of 

qualitative content analysis as a research methodology, and an in-depth discussion of 

inductive qualitative content analysis as it applies to this study.  An historical perspective 

of “study rigor” will be provided to illustrate the evolution of qualitative study appraisal 

and critique from a nursing perspective, based on the works of Sandelowski. The ethics 

of internet research applied to the particular methods of this study will be discussed. A 

timeline for the study is also proposed. 
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CHAPTER 3. METHODOLOGY 

Introduction 

 Throughout history, humans have used language, artifacts, and symbols (Prasad, 

2005, Yanow, 2000) to communicate and express their inner thoughts, feelings, and 

experiences, as well as their sense of identity in relationships with others. These cultural 

expressions do not focus on truth or fact (Gray, 2003; Reissman, 1993); in a postpositivist 

interpretive milieu, the lines between truth and fact are blurred (Gray, 2003); the 

individual’s interpretation of the phenomenon gives substance and meaning to the 

experience and can evoke powerful emotional responses from the reader.  

In the virtual environment, language, artifacts, and symbols are present and 

contribute to the meaning of the various postings of the online community members. 

They include text, artwork, posters, pictures, videos, and use of language symbols such as 

emoticons. Grumme and Gordon (2016) conceptualized each posting as a mini-story, 

conveying the thoughts, feelings, and hopes of the individual at that point in time. Pellico 

and Chinn (2007) described story as a means of understanding human experience and 

aesthetic knowing.  

The therapeutic effects of story are well-established in the nursing literature. Story 

can reassure and ground the reader, helping to make sense of their own situation 

(Ziebland &Wyke, 2012).  In a study of an online breast cancer support group, Høybye et 

al. (2005) found storytelling to be a therapeutic modality, with the capacity to reduce 

social isolation, increase personal empowerment and self-esteem, and give voice to the 
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experience of illness. The therapeutic benefits of story can reach both writer and reader, 

including catharsis, self-discovery, improved self-image, and hope (Heiney, 1995).  

This study explored the individual postings (mini-stories) of members of an 

international transplant-related social media support group to help understand how 

persons in the transplant journey are using social media support groups as a venue of 

support. Social media support groups are a source of rich narrative and qualitative data 

for nursing research (Grumme & Gordon, 2016; O’Brien & Clark, 2012; Robinson, 

2001). The unique characteristics of online support groups offer great potential for 

nursing research. Social media support groups offer the opportunity to reach patient 

populations not easily accessible in face-to-face interviews or support groups, especially 

persons with disability (Obst & Stafurik, 2010), rare health conditions (Lasker, Sogolow, 

& Sharim, 2005), and persons with societal or personal perceptions of stigma 

(Diefenbeck, Klemm, & Hayes, 2014). Restrictions of place, space, and time are not 

present in virtual environments, providing the potential for extensive data collection due 

the worldwide reach of the internet.  Persons can send and receive messages anywhere, 

anytime.  

The asynchronous nature of the online communication allows the participant time 

to gather their thoughts and reflect on the degree of openness and content of the posting, 

offering the potential for the researcher to view highly personal and emotional 

interactions within the group (Coulson, Buchanan, & Aubeeluck, 2007; Diefenbeck, 

Klemm, & Hayes, 2014). The anonymity of internet postings (if so desired) may allow a 

greater degree of self-disclosure and discussion of sensitive issues than in traditional 
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face-to-face support groups (Coulson, Buchanan, & Aubeeluck, 2007; Diefenbeck, 

Klemm, & Hayes, 2014).  

Research Design Including Philosophical Foundations of Method 

 A descriptive qualitative methodology was used for this study. This methodology, 

a type of naturalistic inquiry, is designed to study phenomena in its natural state, without 

intervention by a researcher (Grumme & Gordon, 2016; Matura, McDonough, Aglietti, 

Herzog, & Gallant, 2012; Sandelowski, 2000; Strickland, Maloney, Dietrich, Myerburg, 

Colsonis, & Johnson, 2003). Strengths of qualitative research include “giving voice to 

people, to hearing people’s own personal narrative, and using the Language of our 

participants in research” (Munhall, 2012, p. 4). Sandelowski (2000) also emphasizes the 

importance of language in qualitative descriptive studies. Language is the “vehicle of 

communication” (p. 336) that conveys the facts or meaning of a particular event. The 

goal of qualitative descriptive inquiry is descriptive and interpretive validity 

(Sandelowski, 2000). Qualitative descriptive inquiry seeks to discover the “who, what, 

where, and why of the experience” (Grumme & Gordon, 2016; Sullivan-Bolyai, Bova, & 

Harper, 2005, p. 128).  

Sampling, Recruitment, Setting 

 Individual online postings of a purposeful retrospective sample of member 

postings from an international transplant community website were used to explore the 

research question. All retrospective postings from the eight major discussion forums over 

a six-month period from March, 2015 to September, 2015 were analyzed for themes and 

content. The eight forums were: Welcome-News, Heart-Lungs, Kidney-Pancreas, Liver-

Multivisceral, Gift of Life Stories, Self Help – Relationships, and Nutrition-Fitness.  
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The site was open to anyone with an interest in transplantation, and included 

individuals identified as persons within the transplant journey; persons exploring or 

waiting for transplants, persons who have received transplants and who are reaching out 

for support, and their families and friends. The site allowed users to post and read 

messages. To post messages and respond to users, one must register on the website. No 

registration was required to view and read the posts or view other media posted to the 

website.  

All postings on the international transplant-related website were from English-

speaking persons in the transplant community. The thoughts and feelings expressed were 

from individuals who chose to become members and post comments to the site. They do 

not necessarily reflect the thoughts and feelings of the transplant community who were 

not members of this online community, or other transplant community individuals who 

do not participate in online support groups. Despite webmaster screening of persons 

applying for membership in this online transplant-related community, use of screen 

names without other identifiers limited the researcher’s ability to confirm that the 

postings were actually from persons in the transplant journey as conceptually defined in 

this study. 

Data Generation 

 Individual online postings were captured as they existed on this open transplant-

related community website and imported into the analysis software as individual data 

units. All personal identifiers were removed to maintain confidentiality. Descriptive data 

was reported to the extent that descriptive demographic data was identifiable due to use 

of screen names without other information.  
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Data Analysis 

Qualitative content analysis was the analytic method used for this study.  

Krippendorf (1980) conceptualized  content analysis  as a “method that promises to yield 

inferences from essentially verbal, symbolic, or communicative data” (p. 20), defining 

content analysis as “a research technique for making valid inferences from data to their 

context” (p. 21). Content analysis is one of many research methods for analysis of textual 

data, and is used in both quantitative and qualitative modes of inquiry (Krippendorf, 

1980; Hsieh & Shannon, 2005; Kracauer, 1952; Mayring, 2014). Textual data can be 

collected from transcribed narrative responses, interviews, focus groups, or other print or 

electronic media (Hsieh & Shannon, 2005). Electronic media now includes all forms of 

internet-based communication.  

Epistemological roots of content analysis can be traced back to Aristotelian 

efforts to categorize qualities of substance and being (Krippendorf, 1980, Studtmann, 

2014). Use of content analysis was first noted in the European literature more than 300 

years ago in a case describing how church hymns were analyzed for subversive passages 

that deviated from the traditional religious orthodoxy of the time (Krippendorf, 1980; 

Mayring, 2014). Mayring (2014) also included textual analysis of biblical passages and 

Freud’s interpretations of dreams as examples of precursors to contemporary content 

analysis.  

Content analysis of newspaper content for social and reporting trends was popular 

in the late 19th and early 20th centuries (Kuckartz, 2014; Mayring, 2014). Content analysis 

continued to grow in popularity with the advent of movies and radio broadcasts, 

becoming an established methodology for communications and media research, and was 
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primarily quantitative in approach, using word counts and frequencies to express results 

of the study (Kracauer, 1952). Content analysis played a pivotal role in wartime 

intelligence gathering with analysis of propaganda speeches, newspaper editorials, and 

other political communications to make inferences about wartime aggression, leadership 

changes, and other political actions (Krippendorf, 1980; Kuckartz, 2014). Berelson 

(1952) defined content analysis during this period as “the objective, systematic, and 

quantitative description of the manifest content of communication” (p. 18). 

Kracauer (1952), a German expert in communications research, first proposed the 

extension of content analysis into the qualitative realm of inquiry, offering three 

propositions regarding the use of qualitative inquiry in communications research: 

1) One-sided reliance on quantitative content analysis may lead to a neglect of 

qualitative explorations, thus reducing the accuracy of the analysis.   

2) The assumptions underlying quantitative analysis tend to preclude a judicious 

appraisal of the important role which qualitative considerations play in 

communications research. Hence the need for theoretical reorientation. 

3) The potentialities of communications research can be developed only if, as the 

result of such a reorientation, the emphasis is shifted from quantitative to 

qualitative procedures. (p. 631) 

For Kracauer (1952), a qualitative approach allowed for what he termed “value-

laden” (p. 636) descriptors, and identification of latent themes and ideas in the text not 

identifiable with frequency counts, inviting “attention to unique traits which are perhaps 

manifest in only one single configuration of statements” (p. 640). Interestingly, Kracauer 
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(1952) described these traits as “unique patterns” giving “insight into wholes” (p. 640), a 

theoretical perspective certainly consistent with unitary caring science.  

Mayring (2014), a German psychologist, drew upon multiple disciplines and 

qualitative research methodologies, including hermeneutics, to emphasize the distinct 

nature of the methodology, “a reflective act of interpreting meanings in the text” (p. 30). 

Mayring (2014) created the first systematic procedural framework for qualitative content 

analysis, using both inductive (explication) and deductive (structuring) approaches to 

textual analysis. In both approaches, determining the proper unit of analysis and reducing 

the data to “essential contents” (p. 64) (appropriate coding) were key aspects of the 

analytic process. 

Contemporary qualitative content analysis includes three methodological 

approaches: inductive, deductive, and summative (Hsieh & Shannon, 2005).  The major 

difference between the three methods is the coding process. Inductive analysis is best 

used when knowledge regarding the research phenomenon is limited or unknown (Hsieh 

& Shannon, 2005). Citing Bernard (2000), Patton (2014) relates this approach to Francis 

Bacon’s focus on “induction, the use of direct observation to confirm ideas and the 

linking together of observed facts” (p. 543). No preconceived categories are utilized; the 

themes and categories emerge from the researcher’s repeated immersion in the data 

(Hsieh & Shannon, 2005; Patton, 2014). Initial coding is developed as the researcher 

immerses self in the data and identifies key themes or categories.  

An example of inductive qualitative content analysis is a study of empowering 

processes and outcomes of participation in online support groups by persons with breast 

cancer, arthritis, or fibromyalgia (van Uden-Kraan et al., 2008). Interviews of 32 self-
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identified active participants of online support groups with the above health conditions 

were coded and analyzed for patterns and themes. Results of the study included both 

empowering and disempowering processes that emerged from transcript analysis. 

Empowering processes included: exchanging information, encountering emotional 

support, finding recognition and understanding, and sharing experiences and helping 

others (van Uden-Kraan et al., 2008). Disempowering processes included: being unsure 

about the quality of the information, being confronted with negative sides of the disease, 

and being confronted with complainers (van Uden-Kraan et al., 2008). Empowering 

outcomes of participating on online support groups included: feeling better informed, 

feeling confident with their physician relationship, improved acceptance of the disease, 

confidence in dealing with the social environment, social well-being, and collective 

action (van Uden-Kraan et al., 2008). This was an important study as it revealed both 

empowering and disempowering aspects of online support group participation, and 

provided a framework for further analysis of health-related online support groups. 

Deductive analysis is a more structured approach, using preconceived analytical 

constructs as the initial coding categories. These constructs can be derived from “existing 

theories or practices, the experience or knowledge of experts, and previous research” 

(Krippendorf, 2004, p. 173). The goal of this approach is to validate and/or extend 

existing theory to a new population of interest (Hsieh & Shannon, 2005). 

An example of deductive qualitative content analysis is a study of perceived 

social support as experienced by persons diagnosed with Huntington’s disease who 

participated in an online bulletin board support group (Coulson, Buchanan, & Aubeeluck, 
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2007). The Social Support Behaviour Code (SSBC) (Cutrona & Suhr, 1992) was used as 

the coding framework for the study. The SSBC consists of five major categories,  

information support (providing information or advice); esteem support 

(communicating respect and confidence in abilities); network support 

(communicating belonging to a group of persons with similar concerns or 

experiences); emotional support (communicating love, concern, or empathy) and 

tangible assistance (providing, or offering, to provide goods or services). 

(Coulson et al., 2007, p. 7) 

The study found that the types of perceived social support elicited from the 

postings to the online bulletin board were consistent with the categories of support used 

as the theoretical framework, and consistent with findings of other studies online support 

groups for persons with chronic conditions (Coulson et al., 2007). The most common 

categories of support were information support and emotional support, with postings 

reflective of the unique needs of this particular patient population (Coulson et al., 2007). 

A less common form of content analysis is summative analysis. Summative 

content analysis is used when the goal is to understand the contextual usage of words or 

content, or to identify unique characteristics of groups based on the number of times 

words are used within a particular context (Hsieh & Shannon, 2005; Grant et al., 2011). 

An example of summative analysis is a study of gender differences in quality of life 

among long-term colorectal cancer survivors with ostomies (Grant et al., 2011). 

Participants were recruited from respondents to a survey on health-related quality of life 

(QOL) mailed to persons with colorectal cancer who had ostomies as a result of their 
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surgical intervention. Eight relatively homogenous focus groups were formed and divided 

by gender and high-QOL vs. low-QOL.  

Initially, a deductive content analysis was used to analyze the transcripts. 

Categories were the four domains used in the City of Hope Quality of Life – Ostomy 

questionnaire: physical well-being, psychological well-being, social well-being, and 

spiritual well-being (Grant et al., 2004). The apparent similarities and differences 

between the groups led the research team to use summative content analysis to analyze 

the number of times similar comments appeared within each domain by gender and QOL-

group, providing a unique perspective of the needs and feelings of each group (Grant et 

al., 2011). Findings from the summative analysis demonstrated the need for additional 

targeted interventions and support for female ostomy patients, and for the lower-QOL 

groups. 

Content analysis is particularly well-suited for internet-based studies, as it allows 

for large amounts of data to be analyzed for patterns and themes. Qualitative content 

analysis is now used in many disciplines, including psychology, education, social 

sciences, political science, public affairs, multimedia research, and nursing. 

RQ. How Are Persons in the Transplant Journey Using Social Media  

Sites as a Venue of Support?  

An inductive content analysis was for this study. Pfiel and Zaphiris (2010) 

suggest that inductive qualitative analysis is an appropriate method for studying online 

communities as it “offers a way to capture the essence of the communication within an 

online community” (p. 7). Several researchers have offered a process for data analysis 

using the inductive approach (Krippendorf, 1989; Graneheim & Lundman, 2003; 
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Mayring, 2014; Pfeil & Zaphiris, 2010). The inductive process identified by Graneheim 

and Lundman (2003) was selected by this researcher as the most suitable for the study. 

Both manifest and latent interpretation of data are included in the process. The process 

begins with selection of the “meaning unit” (p. 106) or unit of analysis. For this study, 

each individual posting will be considered a “meaning unit”.  

Coffey and Atkinson (1996) characterized a code as a “heuristic device” (p. 32), 

which Graneheim and Lundman (2003) described as “allowing the data to be thought 

about in new and different ways (p. 107). Each meaning unit was analyzed using open 

coding, a process where the researcher “makes notes and headings in the text while 

reading it. The written material was read through again, and as many headings as 

necessary were written down…to describe all aspects of the content” (Elo & Kyngäs, 

2007, p. 109).  The initial code represented the first “condensed meaning unit” 

(Graneheim & Lundman, 2003, p. 106).  A condensed meaning unit was a shortened 

“abstraction” (p. 108) of the meaning unit that reflected “a description close to the text, 

the manifest content” (p. 109).The condensed meaning units were further analyzed for 

“interpretation of the underlying [latent] meaning” (p. 108). The process continued with 

the creation of subthemes and themes. Graneheim and Lundman (2003) defined a theme 

as “a thread of underlying meaning through condensed meaning unit, codes, or 

categories…an expression of the latent content of the text (p. 107).  Subthemes were 

further abstractions of condensed meaning units that helped to construct the theme 

(Graneheim & Lundman, 2003). Figure 2 illustrates a theoretical view of the abstraction 

process described by Graneheim and Lundman (2003). 
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Figure 2. Dynamic illustration of the abstraction process for inductive content analysis. 
Adapted from Graneheim and Lundman (2003). 
 
 

Goodness and Quality of the Study 

Rigor is the term commonly used to evaluate the quality and scientific merits of a 

study. Originating from the Latin rigorem, meaning “stiffness, hardness, firmness” 

(Harper, 2015), rigor implies a rigid prescribed process for judging the merits of a study. 

Goals of qualitative research operate from a distinct and separate theoretical paradigm 

from quantitative research; they are inherently exploratory rather than explanatory, and 

are generally concerned with how individuals make sense of their lives and/or 

experiences (El Hussein, Jakubec, & Osuji, 2015).  As such, qualitative methodologies 

require post-positivist evaluative criteria that are reflective of the research methodologies 

used within the naturalistic (Lincoln & Guba, 1985) realm of inquiry.  
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Sandelowski’s perspectives on evaluating qualitative research will be used as a 

basis for appraisal and critique of this study. Sandelowski’s (1986) first work debated 

how rigor could be established in nursing qualitative studies without 

“sacrificing…relevance” (p. 27). Drawing upon Lincoln and Guba (1985), four criteria 

were established to evaluate rigor: credibility, fittingness, auditability, and confirmability. 

Although Sandelowski (2006) observed that her initial work “belonged to its time and 

should be treated that way: even better it should be retired” (p. 645),  a short discussion 

on these criteria and others over the past three decades is included to provide historical 

perspective to current nursing literature on evaluating qualitative research. 

Credibility 

Sandelowski (1986) emphasized the importance of language in the appraisal of 

the qualitative report, describing credibility as the presentation of “such faithful 

descriptions or interpretations of a human experience that the people having that 

experience would immediately recognize it from those descriptions or interpretations as 

their own” (p. 32). Reissman (1993), Gergen, (1985), and Golden-Biddle and Locke 

(1995) also considered the use of language particularly important in the effort to persuade 

and/or convince the audience. Riessman (1993) used the term “persuasiveness” to answer 

the question “is the interpretation reasonable and convincing?” (p. 65). Gergen (1985) 

argued that the truth value of a report was based on a linguistic construction of the 

experience; “success depends on the analyst’s capacity to invite, compel, stimulate or 

delight the audience…not on the criteria of veracity” (p. 65). Golden-Biddle & Locke 

(1993) used the term “authenticity” to describe how the researcher convinces readers to 

accept/understand the findings of the study. 
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Other researches have viewed credibility as a procedural outcome, not unlike 

positivist standards of rigor. Lincoln and Guba (1985 used the term credibility to describe 

research activities that increased the probability that “credible findings will be produced” 

(p. 301). These activities included prolonged engagement, persistent observation, 

triangulation, peer debriefing, negative case analysis, referential adequacy, and member 

checks (Lincoln & Guba, 1985). Creswell (1998) used the term “verification” to describe 

quality procedures in qualitative inquiry to determine if the study “is believable, accurate, 

and right” (p. 193). Eight procedures were identified to support verification: prolonged 

engagement and persistent observation, triangulation, peer review/debriefing, negative 

case analysis, clarifying researcher bias, member checks, rich, thick description, and 

external audits (Creswell, 1998). 

Fittingness 

Sandelowski (1986) described “fittedness” as the researcher’s ability to 

demonstrate that the study findings “can [fit] into contexts outside the study situation and 

when its audience views its findings as meaningful and applicable in terms of their own 

experiences” (Sandelowski, 1986, p. 32). The study findings must also “fit the data from 

which they are derived” (p. 32).  Lincoln and Guba (1985) used the term transferability to 

describe the applicability of qualitative research to other situations or populations. Use of 

thick description with actual quotes from participants used to support analysis and 

conclusions allowed other researchers the opportunity to draw conclusions about the 

results. Denzin (1989) provided a rich summary of this concept: 

A thick description … does more than record what a person is doing. It goes 

beyond mere fact and surface appearances. It presents detail, context, emotion, 
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and the webs of social relationships that join persons to one another… In thick 

description, the voices, feelings, actions, and meanings of interacting individuals 

are heard. (p. 83) 

Golden-Biddle and Locke (1993) use the term “plausibility” to describe this 

evaluative criterion, the “commonalities perceived by the reader with their own personal 

and disciplinary backgrounds and experiences” (p. 600). Plausibility invokes a much 

deeper relevance as qualitative descriptor of fittingness, “because as readers, we are the 

ultimate arbiters of whether a text ‘says’ something to us” (Brower, Abolafia & Carr, 

2000, p. 381).  

Auditability 

Auditability refers to the accounting and transparency of the research project so 

that others can follow the researcher’s thought process and methods throughout the entire 

study, either coming to the same conclusion, or not (Sandelowski, 1986). Due to the 

inductive nature of qualitative inquiry, different results might be obtained by different 

researchers. Sandelowski (1986) elegantly portrayed this contrasting paradigm of reality,  

Reliability…rests on the assumptions that…there is an observable regularity 

about human experiences…and if more than one person observes the same thing, 

it really exists in that way…In contrast, qualitative research emphasizes the 

uniqueness of human situations …that are not necessarily accessible to validation 

through the senses. Variations in an experience, rather than identical repetition, 

are sought (p. 33). 

Lincoln and Guba (1985) used the term “dependability” to describe the “classic 

notion of replication” (p. 317), emphasizing the importance of frequent communication 
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by the researcher, including reflexive journaling, to describe the process so that a 

“dependability audit” would follow the researcher’s trail to the “product,” (p. 318) the 

results of the inquiry. Beck (1993) suggests that the detail of the audit trail should make it 

possible for another researcher to replicate the study in the same setting if so desired. 

Riessman (1993) used the term “correspondence” as an alternative term for 

dependability. The audit trail provided the thought process and evidence behind the 

interpretation to support the original story.  

Confirmability 

 For Sandelowski (1986), the confirmability of the study was the report itself; an 

outcome of the study when credibility, fittingness, and auditability were established 

(Sandelowski, 1986). Lincoln and Guba (1985) used the term confirmability to describe 

the audit trail, including explicit step-by-step examples of the audit process for each stage 

of the study. The reflexive journal included researcher perspectives and methodological 

decisions along with rationales for these decisions (Lincoln & Guba, 1985). Speziale and 

Carpenter (2007) further described the process as “a recording of activities over time that 

another individual can follow…to illustrate as clearly as possible the evidence and 

thought processes that led to the conclusions” (p. 49). Yanow and Schwartz-Shea (2014) 

provided an excellent summary of the audit trail process, “the ultimate goal is to make the 

linkages among researcher decisions, evidence generated, and inferences drawn as 

transparent as they can be” (p. 137). 

The Evolution of Quality Standards for Appraising Qualitative Research 

Sandelowski’s scholarship on standards for appraising the quality of qualitative 

research has evolved to a more interpretive turn since her initial (1986) work on rigor 
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(Emden & Sandelowski, 1998, 1999; Sandelowski, 1993, 1995, 2006; 2011, 2015; 

Sandelowski & Barroso, 2002, 2003a, 2003b, 2006). Recognizing the uniqueness and 

aesthetic quality of each study, Sandelowski (2006, 2015) and Emden and Sandelowski 

(1998, 1999) argued that there can be no one set of standards to appraise or evaluate the 

quality of the diverse range of methodologies considered qualitative research. This does 

not mean “that anything goes when it comes to evaluating QL research. A reviewer must 

have a great deal of knowledge to know what criteria to use in evaluating any one study” 

(M. J. Sandelowski, personal communication, October 2, 2015). The “goodness” (Emden 

& Sandelowski, 1998, p. 207) of a study reflects the philosophical traditions and 

characteristics of the particular qualitative methodological framework used for the study, 

as well as the reader’s judgment of the study based on applicable quality criteria germane 

to the study. 

Connoisseurship. Each study possesses unique qualities that demand appraisal 

and critique based on the particular methodology, aesthetics, and merits of the study 

(Sandelowski, 2015). A sensitivity to the aesthetic includes creation of a work that 

invokes emotion and resonance, expanding “our understanding and experience of the 

human condition” and appraising a work “by disclosing its subtleties, enlarging our 

understanding of how it was made, and judging its qualities” (Sandelowski, 1995, p. 

206). Sandelowski (2015) describes the process as “connoisseurship,” from the Latin 

cognoscere (to know): “assessing the quality of qualitative research is not the mindless 

consumption of any single set of criteria but rather the selection from a stock of 

knowledge and prior experience with studies those considerations relevant to the study at 

hand” (p. 91). It implies intentionality, appreciation, and a willingness to know and 
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understand beyond the confines of set criteria (Sandelowski, 2015). This rich, holistic 

interpretation of study appraisal and critique can be sharply contrasted against early more 

procedural and empirical conceptualizations of rigor. 

In this study, goodness (Emden & Sandelowski, 1998, 1999) and quality 

(Sandelowski, 2015) were established by the researcher’s prolonged closeness to and 

immersion with the data to discover repeating and enduring patterns, acknowledgement 

of the reflective process, maintaining an audit trail and journal for reflexivity and 

decision-making, memoing during the coding process, and use of thick description from 

postings to support the interpretation of the data. NVivo 11 software was used to assist 

with data transparency and clarity (Sandelowski, 2015) of the analytic process in all 

stages of the study. Table 5 lists strategies used to enhance the goodness and quality of 

the study based on select attributes of “connoisseurship” described by Sandelowski 

(2015) for appraisal and critique of qualitative research. 

Ethical Considerations Including Protection of Human Subjects 

A letter of support was obtained (Appendix A) from the site creator/administrator 

granting permission to use postings from the website for the study. The university 

institutional review board granted exempt status to this study (Appendix B). Exemption 

#4 of the Health and Human Services Policy for Protection of Human Research Subjects, 

Section 46.101 stipulates “Research involving the collection or study of existing data, 

documents, records, pathological specimens, or diagnostic specimens, if these sources are 

publicly available or if the information is recorded by the investigator in such a manner 

that subjects cannot be identified, directly or through identifiers linked to the subjects.” 

(§45 CFR 46.101, 2009, p. 3).  
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Table 5 

Planned Strategies to Enhance Study Goodness and Quality 

Appraisal criterion Strategy to enhance goodness and quality 
The structure and logic of the 
presentation 
 

Selection of appropriate research methodology 
 
Selection of a theoretical framework to guide analysis 
 
The literature review provides background and context to 
the study 
 
In-depth methodological description to allow integrity of 
the research results to be scrutinized 
 
Use of journaling and memoing to provide documentation 
of  
the researcher’s decision making process and analysis 
 
Use of textual and graphic media to provide a deeper 
understanding of the phenomenon 
 

The parallelism of comparisons Use of previous research to frame findings  
 
Prolonged immersion in the data by the researcher to 
discover repeating and enduring patterns 
 

The expressiveness of metaphors 
and imagery used 
 

Detailed description of the creative process of abstraction 
to explicate themes and patterns within the data 
 

The reflexivity shown  
 

Use of “reflective commentary” (Shenton, 2004) that 
acknowledges the personal knowing and experience of the 
researcher 
 

The judicious use of quotations 
and cases  

Examples from the literature review provide background 
and context to the study 
 
Detailed description of the phenomenon to allow 
comparisons to be made  
 

The “hermeneutical aesthetics of 
thick description” (Freeman, 
2014, p. 827). 
 

Use of thick description to support understanding of the 
phenomenon. Thick description allows the reader to 
interpret the phenomenon within the context of their own 
personal gestalt (Freeman, 2014). 
 

The resonance of findings with 
personal experience 

Vivid and compelling description of findings to support 
understanding of themes and patterns as they relate to the 
reader’s personal experience.  

Note. Adapted from Sandelowski, 2015, p. 91. 
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The study used only pre-existing data (web postings) that were additionally 

protected by removing any form of possible identifiers (i.e. partial names or screen 

names) from the postings prior to analysis. All postings were pre-existing data on an open 

public transplant-related website. Participants had no expectation of privacy when 

posting to this publically accessible website. If the participant wished to send a private 

message to another member of the website, a password protected option for the message 

was available so that only the sender and receiver were able to view the message. The 

“public domain” exemption was consistent with ethical guidelines for conducting Internet 

research (Ess & Association of Internet Researchers Working Committee (AOIR), 2002; 

Markham et al., 2012) and federal statute (Protection of Human Subjects, 2009).  

Timeline  

Timeline for the study included the Fall, 2015 through Fall, 2016 semesters. The 

review and analysis of the data from the transplant-related support site were completed 

by May, 2016. The written summary of the findings and implications of the study was 

completed by August, 2016 with a defense date in October, 2016. 

Summary 

 This chapter introduced the theoretical perspective of the research design and 

included a thorough description of the setting, sampling plan, and how data was 

generated for the study. An extensive discussion of qualitative content analysis 

methodology and use of an inductive qualitative content analysis approach for analysis of 

the research question was described in the chapter. An in-depth exploration of standards 

for study appraisal and critique within the qualitative paradigm was reviewed, using 

Sandelowski’s contemporary works as a framework for the evaluation of the study (Table 
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5). Discussion of particular ethical considerations related to studies in the virtual 

environment demonstrated the proposed “exempt” nature of this study for IRB 

consideration. A timeline for the study was also reviewed. 
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CHAPTER 4. FINDINGS 

 Study findings are organized to detail the sample demographics, and answer the 

research question “How are persons in the transplant journey using social media sites as a 

venue of support?” The inductive process leading to theme explication is described in 

depth, and significant exemplars are provided for each theme and subtheme to provide 

context and support understanding of the phenomenon. The exemplar postings are quoted 

using the original grammar and spelling with all potential identifying characteristics 

eliminated to preserve member confidentiality. 

Demographics of the Sample 

A total of 298 initial postings and 1543 responses met the time parameters 

(March, 2015 through September, 2015) established for the sample from the eight 

discussion forums of the transplant-related online support group studied. Table 6 provides 

a breakdown of the postings included from each discussion forum. 

Table 6 

Discussion Forum Postings, March, 2015 through September, 2015 

Forum Initial postings Responses Total postings Percent of total 
postings 

News/Information 37 225 262 14.4 
Heart/Lung 35 208 243 13.4 
Kidney/Pancreas 127 643 770 42.0 
Liver 27 140 167 9.1 
Gift of Life Stories 3 15 18 1.0 
Medications/Vitamins 28 135 163 9.1 
Relationships/Self 23 81 99 5.5 
Nutrition/Fitness 18 81 99 5.5 
Totals 298 1543 1841 100.0 

Note. N = 1841.
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Individuals posting to the discussion forums were required to be registered 

members of the online support community. Members chose what to reveal about their 

identities on their forum membership page. Members could restrict viewing to signed on 

members only, allow “friends only” viewing, or permit anyone to view their personal 

page. The demographic characteristics of the sample were based on what members have 

revealed about themselves. The characteristics of 323 unique persons who chose to share 

their personal information were included from the sample, reflecting the diverse nature of 

the community. Another 31 members posted comments within the sample but chose not 

to allow viewing of their personal information. The characteristics included identified 

gender, type of organ transplant, and country of residence. The interconnected 

relationship of the person within the transplant journey; i.e. person who is waiting for 

transplant, person who has received a transplant, person who is a living donor, family 

member, friend, or health care provider was also included to the extent that members 

shared this information on the publically available open website. Tables 7 through 12 

provide a descriptive summary of the persons identified in the sample. Table 7 provides a 

summary of gender status shared by members in the sample. 

 
Table 7  

Gender Shared by Members in the Sample 

Gender Frequency Percent Cumulative Percent 
 Private 34 9.6 9.6 
Male 154 43.5 53.1 
Female 166 46.9 100.0 
Total 354 100.0  

Note. N = 354.
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Males accounted for 43.5% of the sample; females accounted for 46.9% of the sample. 

The remainder of the unique persons identified in the sample chose to keep their personal 

information private. 

Table 8 reflects the type of organ transplant identified by members in the sample.  

 
Table 8  

Type of Organ Transplant Identified by Members 

Type of Organ 
Transplant Frequency Percent Cumulative Percent 

Private 38 10.7 10.7 
Kidney 163 46.0 56.8 
Heart 29 8.2 65.0 
Lung 26 7.3 72.3 
Liver 74 20.9 93.2 
Pancreas 1 .3 93.5 
Multiple organs 23 6.5 100.0 
Total 354 100.0  
Note. N = 354. 

 
Kidney transplants (46%) were the most common organ transplant identified, 

which is consistent with current UNOS (2016) transplant data. Liver transplants (20.9%) 

were the second largest group, followed by heart (8.2%), lung (7.3%), multiple organs 

(6.5%), and pancreas (0.3%). A total of 38 members (10.7%) chose to keep their 

transplant information private. 

Table 9 shows the type of organ transplant identified by gender.  
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Table 9  

Gender * Organ Crosstabulation 

Organ  Private Kidney Heart Lung Liver Pancreas Multiple 
Gender Private 30 1 0 0 3 0 0 
 Male 3 76 17 10 41 0 7 
 Female 5 86 12 16 30 1 16 
Total  38 163 29 26 74 1 23 

Note. N = 354. 

 
Females accounted for the majority of kidney (52.7%), lung (61.5%), and 

multiple organ (69.5%) transplants identified. Males accounted for the majority of heart 

(58.6) and liver (55.4%) transplants identified.  A total of 38 (10.7%) members chose to 

keep their gender private. 

A total of 15 countries were identified by members in the sample. Table 10 

reflects the diverse geographic breakdown of members in the sample. All postings were 

in the English language. 
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Table 10  

Country of Origin Shared in the Sample 

Country of Origin Frequency Percent Cumulative Percent 
 Private 40 11.3 11.3 
USA 243 68.6 79.9 
Canada 18 5.1 85.0 
UK 11 3.1 88.1 
India 21 5.9 94.1 
Pakistan 2 .6 94.6 
Australia 5 1.4 96.0 
New Zealand 4 1.1 97.2 
Egypt 2 .6 97.7 
China 2 .6 98.3 
Netherlands 1 .3 98.6 
South Africa 1 .3 98.9 
South Korea 1 .3 99.2 
Spain 1 .3 99.4 
Austria 1 .3 99.7 
Dominican Republic 1 .3 100.0 
Total 354 100.0  

Note. N = 354. 

 
 Table 11 reflects the relationship of the members within the transplant journey 

identified in the sample. 

 
Table 11  

Member Characteristics Shared in the Sample 

Member 
Characteristic Frequency Percent  Cumulative Percent 

 Private 30 8.5 
7.1 

78.0 
1.7 
2.0 
2.3 
.6 

100.0 

8.5 
Waiting 25 15.5 
Recipient 276 93.5 
Living Donor 6 95.2 
Family 7 97.2 
Friend 8 99.4 
HCP 2 100.0 
Total 354  

Note. N = 354. 
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Persons who received organ transplants comprised the majority of the sample 

(78%). Persons waiting for transplant were the next largest group (7.1%). A total of 30 

(8.5%) of the members chose to keep their relationship private.  

Table 12 reflects the member relationships by gender, which showed a fairly even 

distribution between male and female members. 

 
Table 12  

Gender * Member Crosstabulation 

Member 

 Private Waiting Recipient 
Living 
Donor Family Friend HCP  Total 

Gender Private 30 1 3 0 0 0 0 34 
Male 0 13 134 2 3 1 1 154 
Female 0 11 139 4 4 7 1 166 

Total 30 25 276 6 7 8 2 354 
Note. N = 354. 

 
The Inductive Qualitative Content Analytic Process 

 The inductive qualitative content analytic process (Graneheim & Lundman, 2003) 

identified “meaning units” (MU) as the primary elements of study. In this study, the 

individual internet postings captured in the sample were defined as meaning units. Each 

posting was assigned a unique MU number for reference. Table 13 provides a short 

summary of the inductive process. 
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Table 13  

The Inductive Qualitative Content Analytic Process 

Abstractive category Description of inductive process 
Meaning Units (MU) Each of the individual internet postings were 

sorted alphabetically for easy reference and were 
assigned a numerical “MU” for reference. 

Condensed Meaning Units Quotes and impressions were captured from each 
of the MU and sorted into general discussion 
categories and topics. 

Subthemes The inductive process continued with further 
abstraction of categories and topics into 
subthemes. 

Themes (Patterns) 
 
Synthesis theme 

Further reflection and abstraction into major 
themes (patterns) and subthemes. 
Continued reflection and dwelling in the data to 
create a synthesis theme; a fusion of meaning for 
all themes (patterns) identified in the data. 

Metatheme Reflective and intentional dwelling in the data to 
understand the underlying meaning of the data. 

Note: Adapted from Graneheim & Lundman, 2003 
 

The second step of the process involved the creation of “condensed meaning units” 

(Graneheim & Lundman, 2003, p. 106), an “abstraction” (p. 108) of the meaning unit that 

reflects “a description close to the text, the manifest content” (p. 109). The individual 

postings were reviewed for initial impressions and categories, and sorted into general 

discussion topics (condensed meaning units).   

Initial impressions of the sample postings from the transplant-related social media 

site included a sense of community and willingness to share feelings and emotions in a 

non-judgmental environment. The following exemplars described these feelings: 

“Some days the insensitive morons (even sometimes people we love) get to be a 

bit too much. Never be afraid to vent a bit here with us. We get it.” (MU 152-2) 
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“Boy I understand you completely, no matter how much you tell people they do 

not get it. I had said to many a friend and acquaintance, “everything has changed, 

nothing will ever be the same again”. “Just because you see me walking about 

does not mean that I am not dealing with complications and challenges of 

transplant.” That is why forums like this are great!!!” (MU 152-4) 

“all is better i received nice support by many lovely people. today is a new day.” 

(MU 152-5) 

“So then come here.....the judgement free zone!” (MU 152-6) 

This sense of community and sense of sanctuary was also consistent with the 

results of the initial study of a transplant-related social media website conducted by 

Grumme and Gordon (2016). The webmaster was an active contributor in this study, with 

315 postings noted within the sample. Contributions to the discussions included 

providing information, encouragement, and support, as well as sharing their own personal 

experiences. The webmaster also provided many links to other websites for healthy 

living, managing emotions, stress reduction, and caring for self. 

General discussion topics included lab values; i.e. drug and blood chemistry 

levels, biopsy (signs of rejection) results, expression of a wide range of positive and 

negative emotions, side effects of immunosuppressant therapy, frustration with health 

care providers, changes in body image, health care insurance issues, generic vs. brand 

drugs, use of complementary and alternative medications (CAM), relationships, healthy 

living, managing emotions, stress reduction, coping skills, and sanctuary of the online 

community.  
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The inductive process continued with further abstraction of the condensed 

meaning units into subthemes and patterns, an adaptation of the process to reflect the 

theoretical underpinning of the study. Initial subthemes included positive and negative 

emotions, immunosuppressant side effects, looking for answers, navigating the system, 

relieving the symptoms, inspirational support, and offering information. An example of 

the inductive process is provided from a coding memo on meaning units and subthemes 

(Appendix C). Dwelling in the data to discover repeating and enduring patterns, along 

with reflective review of the postings guided this researcher to initially identify six 

patterns: expressing emotions, sharing experiences, seeking information, sharing 

information, seeking support, and giving support.  

In appreciation of the dynamic flow and interconnectivity of the online 

experiences, the reflective process further abstracted the meaning units into four 

emerging patterns: expressing emotions, sharing experiences, exchanging information, 

and offering reciprocal support. Continued dwelling in the data revealed the synthesis 

theme/pattern, ‘Being Known and Understood’. The four patterns supported and provided 

a holistic view of the concept of ‘Being Known and Understood’.  Continued reflection 

on the ultimate meaning of the online experience revealed the metatheme of ‘Healing 

Transcendence’. Healing transcendence emerged as a unitary transformative metatheme 

that reflected the holistic nature of the member interaction in the online support 

experience. Healing transcendence was a direct interpretation of Rogers’ principles of 

integrality and helicy, the “deep interconnectedness” (Butcher, 1990, 5.1) evidenced in 

the online support experience. Healing transcendence included transcendent patterns that 

demonstrated the human capacity to expand their boundaries pandimensionally 
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(inwardly, outwardly, and temporally) to gain greater awareness of values, connections, 

and meaning (Reed, 2009), a “manifestation of a pattern of wholeness at times in life 

when a sense of fragmentation may threaten one’s well-being” (Reed, 1997. p. 192). 

Healing transcendence was also interpreted from the concepts of pandimensionality, 

dynamism, pattern recognition, interconnectedness, and transpersonal interaction that 

were key elements of the theory of online social support (LaCoursiere, 2001). Table 14 

provides a summary of the patterns of healing transcendence. 

 
Table 14 

Patterns of Healing Transcendence 

Pattern (theme) Description 
Expressing emotions Expression of the deeply personal and sometimes painful and 

turbulent range of emotions experienced by members in their 
transplant journey. 

Sharing experiences 
 

Vivid personal accounts of transplant-related experiences 
shared by members in their transplant journey 

• Enduring the experience Shared stories of experiences with the sometimes devastating 
and acutely disturbing side effects of the powerful anti-
rejection medications required post-transplant. 

• Changing bodies Shared stores of coping with and adapting to physical changes 
and perceptions of body image experienced post-transplant 

• Changing relationships Shared stories of the sometimes difficult interpersonal 
relationships that evolved post-transplant as members sought 
understanding and empathy for their experiences and families 
dealt with personality and emotional changes of their loved 
ones post-transplant. 

Exchanging information Multiple categories of resources and information sought and 
shared by members of the online transplant-related 
community 

Offering reciprocal support The	  virtual empathy and support sought and shared by 
members of the online community on a wide variety of 
personal, health care, and transplant-related issues. 

Being known and understood Synthesis of the interconnected patterns expressed in the 
social media support group which contributed to and provided 
depth to the metatheme of healing transcendence 
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Figure 3 illustrates a pandimensional model of the interconnected patterns 

expressed in the social media support group which contributed to and provided depth to 

the metatheme of ‘Healing Transcendence.’ 

 

Figure 3. A model of patterns of healing transcendence. 
 
 

Expressing emotions described the deeply personal and sometimes painful and 

turbulent range of emotions experienced by members in their transplant journey. 

Emotions ranged from great gratitude and joy to anger, frustration, fear, and despair.  

The poignant and at times emotionally charged postings evoked strong feelings in this 

researcher. The raw emotions evidenced in the postings were powerful descriptors of 
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member experiences. Expressing both positive and negative emotions has been shown to 

provide catharsis, understanding of self, and improved psychosocial quality of life 

(Barak, Boniel-Lissim, & Suler. 2008; Lieberman & Goldstein, 2006). 

Sharing experiences described vivid personal accounts of transplant-related 

experiences by members in their transplant journey. The health benefit of sharing 

experiences has been explored in many studies of online support groups (Buis, 2008; 

Chung, 2014; Grumme & Gordon, 2016; Klemm et al., 2014; Oh et al., 2014). This study 

was the first to explore the content and meaning of sharing experiences for persons in the 

transplant journey. The sharing experiences pattern contained three subthemes: enduring 

the experience, changing bodies, and changing relationships. Enduring the experience 

described the sometimes devastating and acutely disturbing side effects of the powerful 

anti-rejection medications required post-transplant. Changing bodies described coping 

with and adapting to biophysical changes experienced post-transplant. Changing 

relationships described the sometimes difficult interpersonal relationships that evolved 

post-transplant as members sought understanding and empathy for their experiences and 

families dealt with personality and emotional changes of their loved ones post-transplant.  

Exchanging information described multiple categories of resources and 

information sought and shared by members of the online transplant-related community. 

This information included discussion on healthy lifestyles, health promotion, lab values, 

side effects of anti-rejection medications, waiting times for transplant, best transplant 

centers, insurance coverage, concern regarding brand vs. generic transplant medications, 

and use of complementary and alternative medications (CAM). The literature supports 

exchanging information as a key aspect of online support group use by many patient 
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populations (Coulsen et al., 2007; Lobchuk et al., 2014; Malik & Coulson, 2011; van 

Uden-Kraan et al., 2008). 

Offering reciprocal support described the virtual empathy and support sought and 

shared by members of the online community on a wide variety of personal, health care, 

and transplant-related issues. Many examples of the importance of exchanging support 

are reflected in the literature (Barak, Boniel-Lissim, & Suler, 2008; Buis, 2008; Capitulo, 

2004; Horgan, McCarthy, & Sweeney, 2013; Lieberman & Goldstein, 2006). Examples 

of members postings included concerns about rejection, experiences with “dry runs” – 

getting called for transplant then finding out that they were the “backup” candidate or that 

the organ was not viable, worries about drug toxicity, medication reactions, reaching out 

for support while family members were waiting for transplant, and coping with delayed 

graft function post-transplant. 

Patterns of Healing Transcendence 

 The individual postings in each of the patterns gave voice to the thoughts, 

feelings, and angst experienced by members of the online community in their transplant 

journey. The integrality of experiences transcended place, space, and time, providing the 

researcher with a pandimensional view of ways that members used the transplant-related 

social media site for support. 

Pattern - Expressing Emotions 

Expressing emotions described the deeply personal and sometimes turbulent 

emotions experienced by members in their transplant journey. Several members (28 

postings) of the online transplant-related community described the emotional highs and 

lows of their transplant journey as an emotional “roller coaster”: 
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 “Dam emotional roller coasters. I hate roller coasters!” (MU 43) 

. “…this has been a roller coaster ride!” (MU 59) 

“…it does get better in time as you tend to notice the roller coaster on its down 

hill fall….(MU 87)  

A strong sense of interconnectedness and community was present as one member 

poignantly offered support while acknowledging their own emotional journey: 

“…We have all gone through it, at some point or another. In the moment, we all 

would share the same emotions, fear, and frustration. Perhaps why we collectively 

know how precious each and every moment of life has become. Stay strong my 

friend, this is just temporary. It is not guaranteed “smooth sailing” after a tx. 

BELIEVE there are better days ahead for you and the emotional roller coaster ride 

is part of life with a Tx, lending you strength to face any future issues head on and 

with determination.” (MU 54) 

Members of the online community shared a wide range of emotions experienced 

during their transplant journey, ranging from relief, gratitude and joy, to anger, guilt, fear, 

and despair. Figure 4 provides a pandimensional illustration of the range and depth of 

emotions expressed by members of the online community in their transplant journey. 
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Significant exemplars of the range and depth of emotions expressed by members are 

included below. 

Guilt/gratitude. Paradoxical feelings of guilt and gratitude were expressed by 

members as they reflected on the existential experience of receiving an organ from 

another. 

“I think about that a lot. Two people had to die for me to still be here.” (MU 2-2) 

 “My debt to the donor, their family, and the countless medical professionals who 

have keep me alive is to take care of my Tx and nothing more. Intertwined with 

gratitude, I try not to do anything stupid”. (MU 2-3) 

“I am thankful to just be alive considering that I might not have been here if it had 

not been for a multivisceral transplant almost ten years ago. Thanks for being with 

me along this journey, and may we walk many more roads together and thus not 

be alone.” (MU 73) 

“I just got my transplant…from my wife. I’m glad to hear your doing well. A few 

bumps in the road are expected and since we are ALL new to this every bump / 

pain / itch seems as if it’s the first step to rejection. I have a hard time coming to 

terms with this but have been able to. I don’t want to screw up this irreplaceable 

gift”. (MU 146) 

Emotional turbulence. Members described the sometimes volatile and dramatic 

emotional changes experienced post-transplant. 

“…I’m typically a happy, outgoing person. Even after transplant and being in 

pain, unable to much or go anywhere, I was still happy. The last month or so has 

been a different story. I don’t find myself happy like I usually am, just miserable. 



 

86 

I find myself getting mad, irritated or sad over A LOT of things daily. I cry daily, 

some days more than others. I’m hard on myself about appearance (even though 

I’ve actually lost weight vs the typical gain) I’ve noticed overall body changes but 

nothing I should be this hard on myself about. Has anyone ever had these kind of 

emoitonal issues after transplant?” (MU 87-1) 

“What you are going through is completely normal. Your poor old body has been 

through the wringer. There is the huge physical trauma from the surgery itself, 

and then a tremendous amount of biochemical changes not only from the drugs, 

but from the sudden and new “normal” of a functioning kidney. And you are only 

2 months out. Give things a bit of a chance to settle. In my case, this happened at 

about the 1 year mark. I just couldn’t get it together. I ended up taking a half dose 

of welbutrin for about 8 or 9 months and then was able to ease off of it. Basically, 

I ended up using a chemical to balance whatever chemical imbalance was going 

on in my brain. I suspect for me it was the prograf. I was p!ssed about having to 

add another drug, but it made a world of difference. At that point, I didn’t really 

need any help with my coping skills, but that’s also something to look into. 

Transplant can be a lot of work, even once you are feeling better. So don’t be 

afraid to ask for help. We are all a work in progress”. (MU 87-16) 

“i had many mood swings  and it felt like the brain i used to have had gone 

somewhere and i was having trouble with the new one.  short term memory could 

not be counted on, lots of anxiety, blah blah.  also, i had been concentratiing on 

the goal of getting the transplant for 3+ years and when that goal was achieved, i 

was kind of at a loss for a year or two.” (MU 87-5) 
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“i smiled when i read your description. I had lots of friends in the waiting list and 

after their transplant they were like step ford wives. my bestie friend said that she 

just wanted to hide under a blanket and her mother would have to “take her for a 

drag” to get out of the house.” (MU 87-11) 

Anger/frustration. Members expressed anger and frustration with others not 

realizing the impact of the transplant experience, at not being understood. 

“I am 98% upbeat, see the glass 3/4 full etc. But somedays pp just piss me off. 

they dont get it “ you look great and all that..” i am having a cranky day for 

various reasons..health up hill battle and pp who dont get it even though you been 

in their lives for over 20 years.........and somedays it is ok not to be upbeat and 

mad at world and you dont want to hear rainbow around corner bla bla bla   you 

just want to walk through the fire with your fist raised.” (MU 152) 

Worry/fear. Members described a pervasive worry and fear of rejection of their 

transplanted organ. Abnormal labs were a constant subject of concern. 

My creatinine level is constantly rising. Current level is 4.7 & I am so worried. At 

the hospital receiving different fluids & waiting on biopsy Monday. Very 

scared/worried”. (MU 54) 

“I just arrived home from the hospital today after being treated for my second 

rejection episode in the last year… Now I`m really worried about this happening 

again…” (MU 4) 

Despair. “My creat just hit 3.6. The pain and discomfort is not worth it for me 

personally anymore. If I stopped medication, what would happen to my body and 

kidneys. Will it be painful or will i jsut slowly deteriorate? Will i need to be 
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admitted to the hospital to have the kidney removed or can I just keep it in there?” 

(MU 75) 

This international member posting evoked concern regarding depression and 

potential suicidal ideation. In the discussion thread, several members reached out to this 

member, offering spiritual and emotional support, encouraging the member to speak with 

their physician and transplant coordinator to work on treatment options and mitigating the 

unpleasant symptoms.  

“I recently had a friend die of kidney failure, she like me had a lung transplant 

and had quite a few problems, one being her kidney started to shut down. She was 

very tired and slept a lot, she was not a candidate for a kidney TX. They offered 

her dialysis but the quality of life wasn’t there for her anymore, so she turned it 

down and passed away about 3 or 4 days later. I believe a person knows when 

their time is up. But make sure all your avenues for life as others have said are 

researched thoroughly as your doctors won’t. You or a family member needs to 

see if there is light at the end of the tunnel, don’t give up to quickly.”  

(MU 75-5) 

Pattern - Sharing Experiences 

The pattern “sharing experiences” described the vivid and often emotionally 

charged personal descriptions of transplant-related experiences shared by members of the 

online transplant community. Members described the physical and emotional trauma 

related to the transplant surgery, the many physical and biochemical changes associated 

with immunosuppressant therapy, and feelings regarding their transplanted organ.  Three 

subthemes emerged during the inductive process: “enduring the experience”, “changing 
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bodies”, and “changing relationships”. Figure 5 illustrates the pattern of sharing 

experiences with subthemes. 

 

Figure 5. Sharing experiences. 
 
 

Enduring the experience. “Enduring the experience” described coping with and 

dealing with the sometimes toxic and devastating side effects of powerful 

immunosuppressant therapy necessary to prevent organ rejection. Physical side effects 

included hair loss, tremors, weight gain, gastrointestinal disturbances, hirsutism, new 

onset diabetes, autonomic neuropathy, gingival hyperplasia, fatigue, and muscle pain. 

Emotional and psychological side effects were described as a “roller coaster”, and 

included mood swings and other personality changes, anxiety, depression, and other 

forms of emotional distress. A total of 316 member postings from the sample shared 

experiences related to seven major immunosuppressant drugs: tacrolimus, prednisone, 
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cyclosporine, mycophenalate, belatacept, sirolimus, and mycophenolic acid (Appendix 

D). To provide perspective to member experiences, Figure 6 provides a visual illustration 

of the wide range of side effects related to immunosuppressant drug therapy endured by 

members during their transplant journey. 

 

 

Figure 6. Enduring the experience. 
 
 
 The following exemplars provide vivid descriptions of “enduring the experience”.  

Hair loss. Hair loss related to the side effects of immunosuppressant therapy was 

a major cause of emotional distress in the sample postings, primarily from Prograf 

(tacrolimus). One member perceived hair loss as loss of part of their identity. Another felt 

anger at being perceived as a cancer patient. Hair loss was mentioned in a total of 298 

postings from the sample. 
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“I was on rapamune, and my hair grew back. However, rapa caused me to reject 

so now I am on 6mg tacro daily. The tacro is killing my hair. I get depressed 

looking at my bathroom. It seems to be falling out little by little, and I am not sure 

if its growing back. I have lost so much hair that you can see my scalp shine in the 

sunlight”. (MU 115) 

“I feel for you in this as my hair has been a characteristic many have tied to 

identity, and it was difficult to see it deteriorate”. (MU 115) 

“…I was also called a cancer patient at 17 years old the first time my hair fell out 

so maybe I have a chip on my shoulder…” (MU 154) 

Support for this issue was offered throughout the web postings by other members 

of the online community and by the site coordinators: 

“So many members report this issue several months post transplant. Your hair 

will regrow. Please relax and take a proactive approach by eating healthy foods-

ask your doctors about taking B12 and Folic Acid. I would get a blood test to 

determine if you are low in these two vitamins before buying any supplement. I 

would ask for a Biotin blood test as well. Instead of brushing your hair use your 

fingers to comb through”. (MU 115) 

Cognitive/memory changes. Members shared profound experiences of cognition 

and memory loss also attributed to immonosuppressant drug therapy. 

“I’m around 9 months post transplant and on tacrlomius and azathioprine. Since 

my transplant, my memory is absolutely shocking. I’ve never really had memory 

problems but it’s getting to the stage where if I don’t do something straight away, 
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I’ll forget and it’s gone. I’m also experiencing some memory jumbles, like certain 

things I’m remembering in the wrong order and it’s very frustrating. (MU 191-1) 

“I have had pretty noticeable cognitive loss and also increased anxiety since my 

2nd transplant and my Drs. say it is the Tacrolimus. There was some inprovment 

when the dosage was lowered but I am still pretty handicapped with my memory 

and over all cognitive function. This just increases my anxiety cuz I used be pretty 

sharp! I went to see a Nueropsych doctor and the test showed significant memory 

loss. She said I would just have to learn to cope and gave me some life 

management tips.” (MU 191-5) 

“Oh, yea strange feeling, everywhere lol Yea I am suffering from memory 

confusion and hair growth. Unfortunately the memory thing still exists but the 

hair will stop. Neoral and myfortic…” (MU 202) 

Tremors. Members described unsettling experiences with parkinsonian-like 

symptoms and tremors related to immunosuppressant drug therapy. 

“…the prograf has given me what I am referring to it as a “mild case of 

parkinsons” - no offence to anyone whom has it, but I can barely right my name 

thats how bad the shakes are”. (MU 43-11) 

“…No signs of rejection, meds are all stabilized nicely, and I am biking upwards 

of 3-4 miles a day. Downside - lovely prograf and tremors…” (MU 43-2) 

“I repeatedly told my doc I felt like my tacrolimus levels were too high (constant 

tremors) but didnt push the issue enough because you think “doctors know 

best”… As a result I lost my perfect 6/6 match kidney from … after only 8 years. 
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Needless to say I no longer see that doctor. My intent is not to worry you but hope 

you can gain insight from my experience. Good luck.” (MU 84) 

Neuropathy. Neuropathy was also cited as a disturbing side effect of  

immunosuppressant therapy that impacted post-transplant quality of life. 

‘I’m at the end of neuropathy progression, were all extremities start to lose 

sensation. Small consolation, I no longer have feeling/ pain from mid-calf down.” 

(MU 28) 

“…after transplant I became a type II diabetic from prograf and prednisone, 

finishing off what little feeling I had in my feet”. (MU 28) 

“My neuropathy, fatigue and muscle pain are more than annoyances and prevent 

me from working in the way I need to. I am very nervous about switching but I 

don’t think I could live like this.” (MU 115) 

“Hi there...my other side effects include peripheral neuropathy, serious fatigue, 

exertional asthma and muscle pain. The hair loss is on top of all that”. (MU 115) 

Post-transplant diabetes. Up to 30% of persons receiving organ transplants will 

develop post-transplant diabetes (Cantarin et al., 2016), another chronic health challenge 

faced by members of the online community. Members reflected on this changing life 

pattern. 

“As to living normally, becoming diabetic post-transplant (there were a number of 

causes for this) takes a lot more management than my kidney does. I often think 

that I wouldn’t notice much difference before (I never felt sick) and after 

transplant if it wasn’t for the diabetes to deal with”. (MU 9) 
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“It turns out I have Transplant Induced Type II Diabetes…I knew there was 

always a risk for this, but never thought I would get it. It looks another big bump 

in the road, but I am hoping to stick around for a while longer on the journey”. 

(MU 126) 

“…on the third year of transplant, I too developed type 2 transplant induced 

diabetes. Initially my glucose level howerred around 300! Now I take one tab of 

glucored forte each in the morning and evening and keep insulin as standby. I do 

check my glucose level with glucometer every day and sugar level now is well 

under control…” (MU 126) 

Members offered encouragement, understanding, and support for members experiencing 

post-transplant diabetes, often sharing their own experiences. 

“The medicines we must take sometimes bring side effects with them. Consider 

these as a party favor and the price of the ticket for this ride. It is not guaranteed 

that you will have them (everyone is unique) but, it is better to know about them. 

Prednisone brings elevated blood sugars, headaches, and a voracious appetite with 

it. Prograf elevated blood sugars too, in fact 20% of patients taking it become 

Type II diabetics. Other side effects are shakiness or tremors (especially in the 

hands,) thinning hair, and when your level (FK) goes above 8-9, you will feel 

fatigued and may see higher Creatinine numbers…Early on, these readings will 

fluctuate some as the doses drop. I, as well as other members, are most willing to 

talk, help, and support you at any time. I want to wish you great success with your 

Tx and hope you enjoy many many years in good health.” (MU 242) 
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“I donated to my husband…He had to start taking Glyburide for diabetes about a 

year post-op. As folks have said here, it can be a side effect of 

immunosuppressants…It’s a tradeoff when you get a transplant.... these things can 

come with the territory....” (MU 242) 

“I am considered Steroid Type I Diabetes which came with my heart transplant. I 

am twenty years out now. The best advice that I could ever give you is to be 

“Compliant.” Food is not worth the consequences of causing your Diabetes to 

become worse. You have many years ahead of you - so eat correctly. Some people 

think they can manage high blood sugars by eating what they want and then 

manipulating their meds - doesn’t work. Test your blood sugars as your doctor 

advises and do your best to keep your sugar levels where they should be”. (MU 

126) 

Hirsutism. Members also shared experiences with excess hair growth as a side 

effect of immunosuppressant drug therapy. 

“Does anyone know if the face and body hair growth from Neoral is temporary or 

continues as long as you are on the drug? It’s hard to get a straight answer. For 

me, it is a pretty extreme all over growth that waxing or hair can’t really deal 

with. Wondering if it will lessen over time…I feel like a bear..haha. Are you on 

Neoral? I have some significant memory loss from it as well.” (MU 202) 

“The cyclosporine is now causing cosmetic problems such as swollen gums and 

hair growth. The transplant team have limited options as I can’t go back to 

tacrolimus as it was what caused the BK virus in the first place!!...My gums are 

swollen and bleed- I’ve been told to go to the dentist for cleaning, but it hasn’t 
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helped. I’ve also suddenly grown lots of hair everywhere? Arms, belly, shoulders 

etc.” (MU 264) 

Gingival hyperplasia. Dealing with gum overgrowth was an issue for members 

who posted about cyclosporine side effects. There was also concern about finding 

dentists familiar with and willing to take transplant recipients as patients. 

Help!! Anyone have this issue? I have very large gums, they are growing over my 

teeth (front, side and back), sometimes they become inflamed and I can hardly 

chew my food, and my teeth are moving to accommodate the swelling. I feel so 

self conscious about smiling or talking for that matter. I’ve looked for a dentist 

(well one who is familiar with post transplant patients) and their safety and care 

needed and I come up with no one…” (MU 168) 

“I find the side effects of cyclo much easier to deal with than those of tacro. The 

worst ones are skin issues, which with the help of a dermatologist are easily 

handled. Also you will need to see your dentist regularly to deal with gum issues 

which if you are faithful with this follow up should also be easy to handle. The 

tacro drove me crazy with the hair loss and the shaking”. (MU 33) 

Gastrointestinal disturbances. Alterations in bowel function were a common side 

effect of anti-rejection therapy that impacted post-transplant quality of life. 

“My husband is in his 4th month of kidney transplant and is using Cyclosporine. 

On the 2nd month after transplant he started with a constant Diarrhea and his 

doctors took away mycophenolic acid he was using and left him with only 

Cyclosporine, but the Diarrhea doesnt go away, it keeps coming and going. It 

stops for one or two days and starts again..” (MU 67) 
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“Seems whatever kind of transplant you get there are dramatic bowels involved. I 

used lactalose and senekot”. (MU 9) 

“I am at month 20 and still constipated. I tried to wean myself off the Docusate 

but it became unbearable. It is worse in the winter. Exercise helps”. (MU 9) 

Despite the many postings that describing the often devastating side effects of 

immunosuppressant therapy, members of the online community offered encouragement 

and support. Many members found that working with their transplant coordinators and 

health care providers to switch medications and adjust dosages made a dramatic 

improvement in their symptoms. 

“I feel much better now compared to when I was on tacro. Energy level is very 

good. No napping during the day, up early every morning, working full time. On 

tacro I was depressed and mentally foggy”. (MU 33) 

“I am doing much better now. three weeks ago I started 20mg of prednisone daily 

in addition to my tacrolimus. I do have headaches and sleep problems but they are 

better now that I’m on a lower dose…You are so right about how it is all about 

balancing meds and any challenges that shows up in bloodwork. This is certainly 

a journey to better health with this beautiful kidney that I’m so thankful for. With 

joy…” (MU 183) 

Changing bodies. Body image changes post-transplant were a significant concern 

for members posting in the sample. Hair loss/hair growth caused by the 

immunosuppressants, and steroid induced “moon face” and acne were not the only 

physical changes experienced by members. Persons receiving kidney transplants were 

particularly disturbed by changes in abdominal girth and torso shape as their bodies 
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adjusted to having a third or even fourth kidney in their abdominal cavity. Persons with 

multivisceral and/or pancreatic transplants also experienced these changes in body 

habitus as the newly transplanted organs adjusted to the person’s anatomy. The following 

exchange illustrated the emotional distress experienced by members when addressed by 

unknowing individuals regarding their changing bodies: 

“Does anyone else have a protruding belly from their kidney transplants? I am a 

petite person and had a little belly after my first transplant but since I have had a 

second transplant and have two kidneys in my abdomen I am CONSTANTLY 

being asked “When are you due?” It is so humilitating and hard since pregnancy 

is a touchy subject for me. I literally was asked six times in a five day period and 

recently my neighbor yelled to me across the street “WHEN ARE YOU DUE?” 

In front of about 5 other people...” (MU 154-1) 

Empathy and encouragement was offered in response to her call for support. 

“I am very sorry you feel this way. Don’t let others get you down. You always 

have choices in how you react to others. I would ask yourself, what do you really 

want to answer to these people? How is your posture? Sometimes if you do not 

have good posture your abdomen can look five times the size. If anyone asks if 

you are pregnant just say, I will let you know the details and blow them off. If you 

think the people are truly sincere, tell them the truth. Give yourself a big hug Take 

care of yourself! (MU154-9) 

Another member also shared their experience with a changing body post-transplant: 

I totally had the same problem. I looked like I had a hernia! On my left groin area. 

I told the doc; hey, I’m a girl--is this how its going to be? He chuckled and told 
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me he had to stuff the male kidney in and that over time it would reduce to my 

size and I could wear my slimmer skirts. Sure enough it came back to normal. 

Give it time. The abdominal cavity called the Peritoneum will sometimes retain 

fluid and cause bulging. I was told my body should take care of that....still waiting 

or maybe by now it’s fat. That Prednisone. 3mo. 6 days. Give yourself some time 

and look at they guy in the mirror and say in a year I am going to look fine. You 

hear that body. Power of positive thinking. I know it’s depressing. Been there. I 

set practical goals and tell myself this is temporary. I think the docs see this so 

much they forget how much of a big deal it is to us”. (MU 42) 

Members also vented about uncontrolled weight gain and their perceptions of body 

image: 

“The weight-gain is just the pits, makes one so uncomfortable, as the fat seems to 

like the belly area right where the scar is-----I have bulges everywhere !! I hate to 

complain about it, because I am just so thankful to be alive and thank God 

someone was kind enough to donate their loved one’s organs…” (MU 205) 

“It is so frustrating when your meds cause problems with weight-gain, but we just 

need to focus on the fact that those meds are keeping us alive!” (MU 108) 

“I lost 30 lbs. when I had my transplant, but now I am 3 1/2 years out and really 

struggle with the weight-gain. The scale just seems to go up and up”. (MU 205) 

Changing relationships. Members described examples of changing relationships 

with family and friends post-transplant. Many relationship issues were blamed on the side 

effects of the medication regimen required post-transplant.  
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“…It’s obvious to me that taking a cocktail mix of anxiety & depression induced 

medications have caused me to lose a job, lose friends and my family doesn’t like 

to talk to me very much. It’s extremely frustrating because they have a difficult 

time being happy around me. I truly do thank God for his gift to allow me to 

enjoy this life a little better & longer. But it is not easy to deal with emotional 

reactions that seem to be out of my control and I assume others might feel this 

same way”. (MU 87) 

“Sorry to hear you lost you job and friends that’t a hard thing to deal with. Also 

you family not talking to you. There are people in my family that I don’t talk to 

much . I fell like when we are all together someone always says something to me 

or gets mad at me . For some reason I fell like my family thinks I ‘m a trouble 

maker I’m not .They also think I yell. So I understand what family can be like. I 

think families don’t always understand what it is like to be on meds that make the 

person that is taking them fell depressed or are dealing with anxiety. There not the 

ones taking the meds and it hard to get people to understand what it is like to feel 

that way”. (MU 87) 

“My moods are also fluctuating a lot and it’s causing a lot of problems at 

home…” (MU 191) 

One husband and wife resorted to a “safety” word when the husband developed 

anger management issues related to prednisone use: 

“Some friends of ours that we met through the transplant lifestyle were husband 

and wife like us. (both ladies gave their husbands kidneys) He had a real problem 

with anger issues as a result of the prednisone. They figured out a key word that 
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would bring him out of it if he started getting cross. PREDNISONE! 

PREDNISONE!” (MU 87) 

Another member perceived a lack of empathy and understanding when family 

members visited post-transplant: 

“My sister and her husband were very concerned about me and that is the reason 

the came to... They are nice people they just live on another planet and really 

don’t take my condition seriously. I understand but once in a while it gets me a 

little down”. (MU 136) 

Pattern - Exchanging Information 

 The pattern “exchanging information” described the asking for and provision of 

information on a wide variety of topics. Figure 7 illustrates the pattern of exchanging 

information. Members used the transplant-related website as a “clearinghouse” for 

information exchanges on a diverse range of subjects, including insurance issues, 

medication management, generic medication, required lab and diagnostic procedures, 

choosing a transplant center, and use of CAM and medical marijuana. This pattern also 

included many comments and questions for persons awaiting transplant. 
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Figure 7. Exchanging information. 
 
 
 Table 15 lists examples of the many discussion topics in the sample postings.
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Table 15 

Exchanging Information Discussion Topics 

Transplant medication coverage by Medicare/Obamacare 

Brand vs. generic transplant medications 
Information on various blood chemistry levels 
Information on disease-specific websites 

kSORT assay test for earlier detection of rejection 
Immunosuppressant medication questions 

Information on a transplant “app” for medication/lab work management 
Information on daily medication management 

Keeping fistula post-renal transplant 
Kidney waiting list times by transplant center 
Benefits of getting listed at multiple transplant centers 

Diagnostic workups for transplant eligibility 
Choosing a transplant center 
Process for live liver donation 
Taking pre-dental antibiotics 

Use of complementary meds and vitamins 
Best sleeping positions post transplant 

Frequency of lab tests required by UNOS pre and post transplant 

Medical marijuana for transplant patients 
Note. Discussion topics from the pattern of exchanging information 

 
Three discussion topics were the focus of multiple questions and responses in the 

sample: insurance coverage, brand vs. generic medications, and use of CAM. The 

following discussion threads illustrate member queries and responses for these topics. 

Insurance. Members exchanged information on insurance coverage and the 

ability to pay for necessary post-transplant medications. 
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“Has anyone with a transplanted kidney investigated the costs/benefits of 

acquiring health insurance through Obamacare? My Medicare coverage expires 

soon, and I cannot receive health insurance through an employer”. (MU 25-1) 

“In addition to all the other advice offered, before you commit to any policy, be 

sure to find out if your anti-rejection drugs are covered and if the policy covers 

generic or brand. I’ve just started looking into this, and it’s quite complicated 

when trying to decipher drug tables and coverage. The better the coverage, the 

more you’ll pay, like anything else. Best of luck to you”. (MU 25-3) 

“My evaluation for my transplant included financial and insurance information. It 

may vary from clinic to clinic but mine does have some financial assistance”. 

“Ability to pay for the meds is a factor, most in the USA are covered under 

medicare if they opt in, the drug coverage expires in 3 years from the TX date, 

after that if under 65, they are on their own. Date resets on new transplant or 

dialysis resuming”. (MU 235-6) 

Brand vs. generic medications. Members exchanged information and 

experiences with taking generic brands of required immunosuppressant therapy. 

“My prograf level doubled upon using a generic on a mg per mg basis. The switch 

was from Astellas to Reddy’s lab. I think the research on the generics is flimsy at 

best. FDA has green lit the generics in the US based on the blood levels, no one 

has studied the long term impact on graft function. The generics are not even used 

in the EU or Canada is my understanding, and they are much more loose with 

regulation than the US, so whats that about? Thoughts anyone? Stick with the 
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generic so I can take less drug for the same “level” or is something wrong here?” 

(MU 235-1) 

“Wow, I’m from UK and we only have a few established brands here, I’ve never 

heard of generics for something so important! Doesn’t sound good to me”. (MU 

235-2) 

“Maybe that is why UK and EU graft failure rates are 8 to 10 percent lower at 5 

years than the US?” (MU 235-3) 

“There is a difference between brand name and generic as far as the Prograf is 

concerned. In most cases, all they need to do is to keep an eye on your trough 

levels. My insurance company was insistent that I had to change from Prograf to 

generic because it cost them less and me more simply because I had a prograf 

value card which you can get on line at www.astellas.com. That should help you 

with the cost of the prograf. Prednisone is cheap. I don’t take cellcept or myfortic, 

so I could not tell you if you could get any kind of value card from the 

manufacturer. Good luck!” (MU 104) 

“My insurance has approved brand for another year, but I intend on contacting 

Astellas to find out more about their program. Isn’t it interesting that insurance 

companies (who have NOT been to medical school) attempt to tell us which 

medication we should be on? For a transplant? Seriously.” (MU 235-10) 

Use of complementary and alternative medications (CAM). Members 

exchanged information on the use of CAM for overall health and symptom relief. This 

discussion topic provided a distinct call for nursing in patient education both pre and post 

transplant. Prior to transplant, patients were taking many vitamins and supplements to 
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keep their immune systems as healthy as possible. The abrupt change to a state of 

immunosuppression was a stressful experience. Members continued to seek out 

acceptable supplements to boost immune systems that were compatible with their 

immunosuppressant drugs. 

“I’ve been taking my Cyclosporine & Cellcept with lots of other Natural herbal 

mixs for 21 years and never had a problem , in fact Im weaning of the anti 

rejection drugs as Ive found out you only need to be on them for no longer than 

24 months ( providing you have had no trouble ) My bloods are still perfect after 

reducing them by half , the plan is to get of these dangerous drugs once & for all, 

I have a very healthy diet high fat low carb and lots of boosting herbal extracts 

and have never looked back , People need to research a lot of the drugs they cause 

more illness’s to keep you going back to dr’s who will put you on more drugs.” 

(MU 68) 

“I was instructed to stop taking my herbal / vitamin regimen post transplant. This 

was and still is a huge concern of mine. I was taking ( FISH OIL - COQ10 - 

GRAPE SEED EXTRACT - GREEN TEA ). I have expressed to my coordinator / 

Doctor’s that I would like to continue a few of these being ( FISH OIL - GREEN 

TEA - COQ10 ). I was able to continue my FISH OIL, but stop the others. I really 

believe these supplements, plus others along with exercise / diet helped me 

through 13 years of Dialysis. I would like to hear from other Kidney transplant 

recipients who currently take supplements post transplant,what kind and how 

have they affected you / benefited you / ext... ? Thanks.” (MU 203-1) 
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“would Definitely not take GRAPE Seed Extract and Green TEA. Simply stated- 

the GSE increases the drug levels and the Green Tea depletes them. Even though 

the logic might seem no harm, there is a harm when you mix drugs that interact 

with these two supplements As a transplant patient, I take many supplements but 

not all at the same time and only when I feel I need them. Tumeric, NAC on a 

daily basis- Probiotics every other day or if not feeling well I would take one pill 

daily. I take pancreatic enzymes and Vitamin D, some Zinc and a great deal of 

Magnesium (1000mg) daily. I would do your research and see what you find but I 

tried GSE for a yeast infection 15 years ago and it drove my Prograf serum level 

up. Not a wise move. Then I tried Green Tea for a few days. Not sure if it 

depleted the drug level but I had a headache which I normally do not get. I 

practice muscle testing prior to and after taking supplements. I tested weak to both 

of these supplements.” (MU 203-2) 

“As of yet I’m not having much luck finding the answer’s I need about ( COQ10 / 

L arginine ). My Dietician has not called me back with any news yet. I have found 

some reports / studies of patients using Coq10 with Cyclosporine safely with no 

contradictions but I am taking Astagraf XL. So can anyone who is..or know’s 

someone using ( Astagraf XL/ Coq10 / L arginine ) or any other herb/vitamin 

message me ?” (MU 27) 

“have been taking NAC for over 12 years, seven of those since my double-lung 

tx. I found a way to get the pharmaceutically made version from Europe, in 

effervescent form. Turns out, people with lung issues have less Glutathione in 

their lung fluids. Glut. is the major anti-oxidant made by your body, but you can’t 
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take it straight as it breaks down in the gut. NAC is a precursor to Glut. so it 

forces your body to make more. When I started taking it way back, I went from at 

least 2 cases of bronchitis a year, to one in the next 3 1/2 years. Might have staved 

off my tx. I wanted to continue taking it after transplant, and got the …to approve 

it, but many centers freely give advice to try it now. I haven’t had one lung 

infection in seven years. Four or five colds with cough that went away as fast as 

in normal people. As you call tell, I’m a huge fan. If you are interested in trying 

the German brand, let me know. I know where to get it. Will cost you about $35 a 

month.” (MU 307-2) 

Although the website disclaimer specifically noted that anything presented in 

discussions should never supersede the advice of physicians, there was an active 

searching for advice on and use of complementary medications. 

Pattern – Offering Reciprocal Support 

 The pattern “offering reciprocal support” described the asking for and provision 

of virtual empathy and support on a wide variety of personal, health care, and transplant-

related issues. Figure 8 illustrates examples of discussions where members offered 

reciprocal support.  
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Figure 8. Offering reciprocal support. 
 
 
The following posting is an example of a member offering encouragement and support 

during an episode of rejection:  

“I had hoped and prayed that you would be spared the turmoil of a rejection. Even 

though there is damage to the Tx, it may be some time before you need to return 

to dialysis. My first Tx waned over 7 months before I elected to return to hemo-

dialysis. I opted for a kidney from an “@ risk” donor allowing me to receive 

another in just 8 months. My second Tx has been far superior to my first (perhaps 

due to advances in Tx medicine, in general.) The story doesn’t end here, rather as 

you adapt and overcome, keeping a positive attitude will see you through to your 
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next Tx. A third chance at life....how wonderful would that be? It happens more 

often than you would think. Stay Strong!” (MU 54) 

Members described their experiences with “dry runs”, receiving encouragement and 

support along with humor as other members related their own transplant experiences. 

These postings describing the psychological stress and ordeal of waiting for transplant are 

supported by the literature on the topic (Brown, 2006; Ivarsson et al., 2014; Moran, Scott, 

& Darbyshire, 2010; Yelle, Stevens, & Lanuza, 2013). 

“I have been waiting almost 10 years for a transplant. Not complaining, mind you. 

In August I was called in twice. The first time was as a back up recipient. It was a 

horribly long ordeal. Two nights and three days until they finally got the surgery 

going. It was not my turn. Second time was very quick. In on Saturday afternoon 

and home Sunday morning. This time the organ was not in acceptable shape.  

Now I had felt like both times were “trial runs” to see how I did during all the 

prep & such. I tried to tell myself they (my transplant team) wouldn’t do that. 

Then yesterday I had sent an email to a very good friend who just happens to be a 

nurse at the same hospital in Hepatology (sp). She made a comment that struck 

me as strange. I quote; “Keep hoping you get the call for Real.” What do you all 

think? Just my foggy brain or real?” (MU 10-1) 

“Here’s my take. First off, the “for real” comment is really more of an expression 

than anything else. Like “it’s raining cats and dogs” - with no real fur flying. It’s 

actually very important to have the back-up person there. Given the time it can 

take to prep and test, if the back-up person was not on site, and the primary 

candidate couldn’t follow through, think of all the viable organs that might go to 
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waste trying to get a back-up to the hospital on time. That would be a terrible 

waste. I had a total of 4 calls - #4 was the lucky one for my pancreas. There were 

a bunch of reasons I didn’t get it (and I was the primary). Once I was ill and had 

to turn it down, once it was a high risk organ and I didn’t want it, the third 

pancreas ended up not being viable (too fatty) and finally, away I went. I was at a 

lecture/orientation for my husband’s university at about 7 pm at night. I had to 

scoot out of the room to take the call (how rude! we’d been asked to turn off 

phones) and then off we ran. The surgery took place the next day around noon-ish 

(after 17 attempts to get an iv into me - ugh)”. (MU 10-10) 

“I had two :”dry runs” in two decades, where I was prepped, IV’d and moments 

away from the operating room only to be informed that the quality of the organ 

was inferior. However I received my Tx, it IS a blessing. As for when, including 

dry runs, I was called three times on a Tuesday AM, and once on a Thursday PM. 

I do agree, these are amusing questions”. (MU 10-9) 

Another exemplar reinforced the sense of family, offering information and 

support for a member worrying about rising creatinine levels and tacrolimus toxicity: 

“Tacrolimus (Prograf - FK) levels ideally should be between 6.5 and 8.5, hence 

the frequent blood work to adjust until an adequate dose can be established. I have 

been taking the medication for nearly fifteen years in varying doses with levels as 

high as 12.9. I know when my FK level is too high by the overall fatigue and 

shakiness it delivers…Managing your medications is the job of the Tx team and 

doses will be adjusted up or down to keep test results within target ranges. It is a 
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process we must all endure to “walk this road.” I have three rules to live by that 

have helped me survive almost two decades with CKD and Txs.  

1. REMEMBER TO BREATHE - ups and downs occur regularly living with a 

Tx...Stay as calm as possible with any event. Your Tx is not made of glass and 

amazingly will pull through better if you do.  

2. CONCENTRATE ON YOUR PART ONLY - all you can do to maintain your 

Tx is to Take your meds as directed, watch your diet, and avoid sources of 

infection (people with illness, large crowed areas.... All else is the job of the TX 

team, trying to “fix” things over which you have no control will only lead to 

frustration, worry, and stress.  

3. IF THE TX TEAM ISN’T WORRIED, NEITHER SHOULD YOU - as 

supporting members we can share our experiences but these are NOT a promise 

of your future. Every person is unique and so it goes with living with a Tx (what 

happened to me will probably not happen to you.) We may have dealt with issues 

before and knowing you have a family here helps a lot. I wish you great success 

with your Tx and pray you will enjoy many, many years in good health”. (MU 84) 

Empathy and support for members coping with the side effects of immunosuppressant 

therapy was reflected in the following posting: 

“…sorry you are having all these side effects. It will get better once they figure 

out your drugs. Lots of patients have bumpy starts. We are all so different. But 

rest assured once they solve this problem, you will be back to your active lifestyle 

feeling better than ever. Hiking a tall peak (or whatever is your thing) will feel all 

the sweeter...” (MU 290) 
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Another conversation between members provided empathy and support for a family 

member waiting for a heart transplant: 

“Keeping you and your family in our prayers. The balloon pump and heart drugs 

like milrinone are wonderful but soon after they are out of the system you go back 

to being very sick again. I speak from experience because the last year for my 

family has been holy hect. But we made it thru together and thanks to our new 

hero, our donor, my husband has many more years ahead of him to make many 

more memories. Stay strong for your mom through her good days and not so good 

days. Please remember to take care of yourself too. Caregivers sometimes forget 

that…” (MU 195) 

The next exemplar provided empathy and support for a member who was 

frustrated with “sleepy kidney”, a colloquial term describing delayed graft function (Gill, 

Dong, Rose, & Gill (2016), and the wait for a transplanted kidney to become fully 

functioning: 

“Both of my Txs were cadaver transplants and each took time to “wake up.” The 

first in 2000 took 4 weeks to function correctly, the second, in 2013 took two 

days. Tx centers have greatly improved how kidney’s are harvested and 

transported. The “sleepy” syndrome comes from the amount of time it is deprived 

of blood supply and how it is stored for transport. The first Tx, while sleepy 

eventually woke and worked well for over a decade. Improvements in drugs to 

“rev up” the sleepy kidney have created better options for Drs. and surgeons…I 

won’t go into the emotional roller-coaster that I went through because you’re 

already on it. Have faith in your Tx team’s ability, they will straighten everything 
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out! I wish you great success with your tx and hope you enjoy many, many years 

in good health”. (MU 43) 

Summary 

This chapter presented an analysis of a sample (1841 postings) of a transplant-

related social media site over a six-month period in 2015 to answer the question, “How 

are persons in the transplant journey using social media sites as a venue of support?” 

Inductive qualitative content analysis methodology was used to explicate four major 

patterns evident in the postings: sharing experiences, expressing emotions, exchanging 

information, and offering reciprocal support, which were synthesized to the pattern of 

being known and understood. Each of these patterns provided theoretical relevance, 

support, and depth to the emerging metatheme illuminated in the study sample, ‘Healing 

Transcendence’. 

The integrality of experiences, emotions, and messages of encouragement and 

support was manifested within the postings in the sample, transcending place, space, and 

time. Calls for nursing were heard for education, advocacy, and support, which will be 

discussed in Chapter 5. 
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CHAPTER 5. DISCUSSION AND RECOMMENDATIONS FOR FUTURE NURSING 

PRACTICE, ADVOCACY, RESEARCH AND POLICY DEVELOPMENT 

Introduction 

The findings of the study titled “Healing Transcendence: Use of Social Media 

Support Groups by Persons in the Transplant Journey” using an inductive qualitative 

content analysis adapted from Graneheim and Lundman (2003) are presented. The study 

addresses a knowledge gap identified in the literature review regarding how members of 

the transplant journey use social media sites as a venue of support. The study findings 

provide a unique perspective of persons in the transplant journey: healing transcendence.  

Responses to calls for nursing identified from analysis of the postings are 

discussed within the framework the theoretical lens of unitary caring science, including 

pandimensionality, dynamism, pattern recognition, and interconnectedness. Responses to 

the calls for nursing provide implications for nursing education, practice, advocacy and 

support. Recommendations for enhancing care of this population are proposed. Future 

research opportunities are also identified and discussed.  

Overview of the Study 

Metatheme – Healing Transcendence 

The study findings revealed complex, interconnected patterns within the online 

support group which supported the synthesis theme of being known and understood, and 

the metatheme that emerged from the data, ‘Healing Transcendence’. The 

pandimensional model illustrated in Chapter 4 reflected the complexity of interaction 
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within the online support group. Each of the patterns represented the interconnected 

behaviors, thoughts, and feelings of the members of the online community as they 

expressed emotions, shared experiences, exchanged information and offered reciprocal 

support within the sanctuary (Grumme & Gordon, 2016) of the virtual environment as the 

members sought to be known and understood. Healing transcendence emerged as a 

unitary transformative metatheme that reflected the holistic nature of the member 

interaction in the online support experience. The healing nature of the online support 

experience supported the previous findings of Grumme and Gordon (2016) on the use of 

social media groups for support and healing. 

 Expressing emotions was a call to be known and understood as members related a 

“roller coaster” of emotions that at times were raw and painful expressions of the 

psychological and emotional turmoil related to the transplant journey; vacillating between 

great joy and gratitude to guilt, frustration, and despair. Sharing experiences was a call to 

be known and understood as members coped with the unpleasant and sometimes 

unbearable side effects of immunosuppressant therapy. Within the pattern of sharing 

experiences, three subthemes provided further depth of understanding of member 

experiences: enduring the experience, changing bodies, and changing relationships. 

Exchanging information and support were calls to be known and understood as members 

sought and provided needed information and support on a wide range of topics including 

concerns about generic versions of drugs, signs of rejection, insurance issues, healthcare 

provider issues, and use of complementary and alternative medications (CAM). 

The study findings revealed an integrality of experiences and calls for nursing in 

the sample postings from the international transplant-related website, which included 
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members from 15 countries. The study findings also revealed the presence of a 

nonjudgmental environment within the online community, where support was offered and 

received as members shared deeply emotional and personal expressions of feelings and 

experiences Although one discussion thread (24 postings) had a rather heated debate 

regarding mandatory vaccinations prior to and post transplant, the responses were 

respectful of other member’s comments, offering opinions and support for whatever the 

individual choice might be. One member did ask to be taken out of the discussion due to 

discomfort with the intensity of the online discussion.  

Significant Findings 

Three significant findings unique to the study emerged from the analysis. The 

most significant finding was the use of the social media site to express emotions, share 

experiences, and provide reciprocal support for the overwhelming impact of the physical, 

mental, and emotional side effects of immunosuppressant therapy on perceived quality of 

life and wellbeing. This finding was important as it suggested that dealing with and 

enduring the side effects of drug therapy was the most important factor in perceived post-

transplant quality of life. While other researchers reported a relationship between side 

effects of drug therapy and quality of life (Burra & Germani, 2013; Niepp et al., 2006; 

Schipper et al., 2013; Wicks, Sulham, & Gnanasakthy, 2014), this study found that 

members felt it was the primary factor affecting quality of life.  

A second finding directly linked to the side effects of anti-rejection therapy was 

use of the site to openly share experiences and exchange information and support for non-

prescribed CAM therapies to help relieve drug-related symptoms and maintain overall 
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health. This finding is important as it identified potential risk factors for organ rejection 

and opportunities for educational interventions for persons in the transplant journey. 

The third significant finding was use of the social media site to share experiences 

and exchange information and reciprocal support on the costs associated with 

immunosuppressant therapy, along with deep concern over the efficacy and personal 

health implications of use of generic versions of immunosuppressant therapy. Members 

expressed worry and fear over maintaining therapeutic drug levels and higher risk of graft 

rejection when forced to change to generic versions of anti-rejection therapy due to health 

insurance dictates. 

Relevance of the Findings  

 The study findings provided new knowledge regarding the use of social media 

support groups by persons in the transplant journey. The intense narratives of members 

describing their emotions and experiences of waiting for a compatible organ were similar 

to findings from other qualitative studies of persons waiting for organ transplants 

(Brown, 2006; Ivarsson et al., 2014; Moran, Scott, & Darbyshire, 2010; Yelle, Stevens, & 

Lanuza, 2013).  Feelings of fear and lack of control over potential graft rejection 

(DiMartini et al., 2008), and the side effects of immunosuppressant therapy were similar 

to findings from other qualitative studies of persons receiving organ transplants 

(Evangelista, 2003; Lin, 2010; Wainwright, 1995; Williams, 2008). However the study 

revealed an integrality and depth of experiences among members of the online 

community that extended beyond studies of persons who had received a specific type of 

organ transplant or post-transplant quality of life studies. Most importantly, the study 

findings added to the growing body of literature describing the positive impact of virtual 
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interaction in health-related online support groups on emotional health, interconnectivity, 

perception of support, and sense of wellbeing. 

Contribution to Caring Science 

The Christine E. Lynn College of Nursing (2016) defines Caring Science as: 

Caring Science, in the discipline of nursing, is the body of knowledge, arrived at 

through intentional research and theory development, focused on the relationship 

of caring to health, healing and well-being of the whole person within the context 

of the family, community, society and within the global environment. (History & 

Introduction, Christine E. Lynn College of Nursing, para 10) 

This study analyzed the use of social media support groups through the theoretical 

lens of Unitary Caring Science (Smith, 1999; Watson & Smith, 2002), which realizes the 

deeply relational nature of continuous human interaction with the universe (Watson & 

Smith, 2002). The study findings reflected key concepts of intentionality, pattern, 

dynamism, interconnectedness, and holism inherent in Unitary Caring Science (Smith, 

1999; Watson & Smith, 2002). Chaotic and turbulent patterns of health were evident in 

the poignant sample postings of the members of the online transplant-related community 

as they shared the experiences and emotions of their transplant journeys. Intentional 

caring responses to member needs for information and support transcended place and 

time, attuning to the dynamic flow between self and other, leaving a timeless imprint on 

the community space to share with others as well.  

 The Theory of Self-Transcendence (Reed, 1997) and Theory of Online Support 

(LaCoursiere, 2001) both share elements of unitary caring science (Smith, 1999; Watson 

& Smith, 2002): pandimensionality, interconnectedness, dynamism, pattern recognition, 
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and expanding consciousness. The study findings reflected ongoing and evolving patterns 

of healing transcendence as members of the online community sought understanding and 

support from each other beyond the confines of place, space, and time. 

Theory of Self-Transcendence (Reed, 1997) 

Transcendent behaviors, including “temporal integration, body-transcendence, 

and relationship with self/others/higher being” (Reed, 2014, p. 124) were evident as 

members expanded their boundaries pandimensionally (inwardly, outwardly, and 

temporally) to gain connections, and find support and meaning during their transplant 

journey (Reed, 2009). The following exemplar described how reading other member 

postings provided insight and meaning to their own experiences and personal gestalt: 

“It is such a comfort just knowing this Web site is here for us. There are times this 

site has helped me immeasurably. Reading old posts. Being encouraged by the 

courage of others to continue when they are down. The gratitude expressed for a 

second chance. Yes this Web site is special to those of us who have received a 

special gift. I don’t post often but I truly benefit from this forum.” (MU 132-2)  

Members described their lives post-transplant as a “rebirth” (MU 148-2) and a “new life” 

(MU 242-10), a true unitary/transformative perspective that recognized changing patterns 

of health and the potential for personal growth in their unfolding transplant journey. 

Themes of “rebirth” and “new life” are prevalent in the transplant literature (Bean & 

Wagner, 2006; Evangelista et al., 2003; Quintin, 2013; Williams, 2008; ).  

Theory of Online Support (LaCoursiere, 2001)  

LaCoursiere (2001) was influenced by several theoretical premises, including 

Roger’s (1992) principle of pandimensionality, Newman’s (1994) pattern of expanding 



 

121 

consciousness, Corbin and Strauss’s (1991) framework of chronic illness trajectory, and 

Vrabec’s (1997) work on the dimensions of social support. LaCoursiere (2001) used the 

term “linking” (p. 72) to describe the fusion and integration of the online social support 

experience. It is a dynamic process based on individual experiences and responses to 

support received in the virtual environment. Awareness and embeddedness, two 

qualitative outcomes of online social support, were preludes to linking and contributed to 

the linking process (LaCoursiere, 2001) The study findings revealed the presence of 

many examples of awareness and embeddedness in the sample postings as members 

shared experiences, expressed emotions, exchanged information and provided reciprocal 

support, further validating the theoretical premise of online social support (LaCoursiere, 

2001). The following exchange between members provided one of many poignant 

examples of awareness and engagement in the provision of online support. 

“I am sorry that I have not been on the site recently, but I just recently was in the 

hospital for eight days due to a fever…I will be seeing the surgeon who will be 

overseeing the setting up of a liver CT scan. I also will be seeing him so that he 

and I can work out how best to go about preparing me for a surgery to have a 

gastric stimulator placed under the skin to help with my digestive symptoms. I 

currently have a temporary one that I wear outside me and has leads that go to my 

stomach through my g-tube site. When he does this surgery, he will also take 

measures to close a fistula I developed due to a j-tube site that never healed once 

the tube was removed. He would have to remove a part of my intestines and then 

so the rest back together. I was wanting to have this surgery done when I was a 

greater weight, but I have reached a sort of plateau at the moment. I am at least 
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more than ten pounds heavier than I was more than two years ago when I first got 

the temporary gastric stimulator, so that is definitely an improvement. 

Fortunately, the surgeon has experience with transplant patients. Otherwise, I 

would be very reluctant to have the surgery. I would greatly appreciate any 

prayers as I make this step forward. I greatly appreciate all the support I have 

received in the past. I wish all hope as an ever present companion. May your 

weekend end on a relaxing note and the coming week begin with a chorus of 

smiles (if you need to and it helps imagine me dancing a jig while playing my 

violin just for you). Best of wishes and many hugs…” (MU 39-1) 

“Thank you so much for sharing your experience. I am sorry that you are facing 

so many problems, but I hope that you may find new sources of hope and may 

soon feel better. I admire and agree with your attitude.” (MU 39-3) 

“I wish you all the best on your surgery. I had a big one a number of years ago 

when I was also underweight yet stable. I hope that things go as well for you as 

they did for me. My feeding tube is long out, and I’m happy to say that I actually 

need to cut back a bit and lose a few pounds (for a while I dreamed of being able 

to say that).Know that all of us here are pulling for you. Here’s a zen hug for you. 

The hug I would give you if I was there, but I”m not, so I can’t.” (MU 39-5) 

“It is encouraging to hear that you made it through a surgery when you were in a 

somewhat similar state to me. It’s great that you have achieved a good weight and 

no longer need a feeding tube. Although I know our situations are different in 

some ways, hearing from you gives me lots of hope. I appreciate how kind and 

thoughtful you are to me, The hug you sent was simply wonderful.” (MU 39-6) 
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“I am very sorry you had to endure so much. Thank you for thinking of us and for 

sharing your experience”. (MU 39-8) 

“Thank you for your kind response and support. I greatly appreciate all that you 

have done and continue to do on behalf of so many, and I feel fortunate to be 

among them.” (MU 39-9) 

Awareness represented personal knowing and what was known of the other as 

persons interacted in online social support. Willingness to share and be open to others 

reflected the degree of engagement between members and within the online community 

(LaCoursiere, 2001).  

 Embeddedness was a gradual process, occurring in three stages: engagement, 

adoption, and diffusion (LaCoursiere, 2001; Grumme & Gordon, 2016). Engagement 

reflected a pattern of repeated returns to online support venues as individuals sought 

social support. Adoption resulted when persons came to know, through engagement, the 

“power of online support” (LaCoursiere, 2001, p. 72). Diffusion occurred as members 

reached outward with this adoptive belief (LaCoursiere, 2001), providing encouragement 

and support; reinforcing the sense of community and “being known and understood” to 

new and returning members of the online community.  

Significance for Nursing Practice and Advocacy 

Patient/Family Education  

  The study findings revealed a call for focused educational interventions at all 

levels of practice. Health teaching and health promotion are an integral aspect of 

transplant nursing (ANA, 2009). An extensive review of patient handouts and patient 

information web portals from several high volume transplant centers revealed a wide 
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range in the depth of information and patient education provided to persons being 

evaluated for, waiting for, receiving an organ transplant, and post-transplant follow-up 

care (Grumme, 2016).  

Based on the overwhelming responses and concerns regarding the side effects of 

immunosuppressant therapy, the study findings suggested a need for focused 

patient/family educational interventions on the potential side effects of 

immunosuppressant therapy which should begin prior to transplant and continue as a 

standard component of follow-up care after receiving an organ transplant. The study 

findings also revealed a need for focused educational interventions on the use of brand 

vs. generic drugs, select laboratory values and required UNOS laboratory studies, 

insurance support, signs and symptoms of infection and/or rejection, and the dangers of 

self-medicating.  

Members expressed comfort with online educational exchanges and use of mobile 

“apps” to track medications, labs, and other aspects of post-transplant living. Other 

suggested interventions include the use of social media, telehealth, and mobile health 

(mHealth) technologies to support individual learning styles and self-care. Nurse-

moderated web portals at individual transplant centers are a distinct opportunity to reach 

out and serve the larger transplant community as well as provide education and support to 

persons affiliated with a particular transplant center. Table 16 summarizes the calls for 

nursing education, support, and advocacy identified in the sample. 
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Table 16  

Calls for Nursing Identified in the Sample for Persons in the Transplant Journey 

Call for nursing Nursing responses 
Support during the decision making process 
regarding organ transplant 

Education to support informed choice; drug 
side effects, lifestyle changes, living a life of 
medical chronicity. 
 

Support while on the waiting list Education and support to optimize candidacy 
for transplant. 
 

Support during the donor matching process  Education regarding decision-making process 
when potential donors identified, including the 
potential for multiple calls for potential organ 
transplant 
 

Assistance in incorporating the medication 
regimen into lifestyle 

Recurrent education on personal medication 
regimen, including times, dosages, pill 
recognition. Include use of mHealth and other 
assistive modalities to foster adherence. 
 

Support during and management of drug side 
effects 

Recurrent education, assessment of individual 
response to immunosuppressant medications, 
and amelioration of side effects. Appropriate 
referrals for psychological counseling and 
cosmetic and sensate therapies as indicated. 
 

Support for informed decision-making on use 
of self-prescribed complementary and  
alternative medications (CAM) 

Recurrent education on the dangers of self-
medicating with CAM, including changes in 
therapeutic immunosuppressant laboratory 
values and increased risk of rejection. 
 

Assistance in incorporating required pre and 
post transplant laboratory and diagnostic 
testing into lifestyle 

Education on required schedules (UNOS, 
2006) of pre and post transplant laboratory 
and diagnostic testing. 
 

Assistance to support necessary lifestyle 
changes pre and post transplant 

Education to reduce risk of infection and 
potential graft rejection. 
 

Support during episodes of acute and chronic 
rejection 

Recurrent education and assessment of signs 
and symptoms of rejection. Discussion of 
options when experiencing acute or chronic 
rejection. 

 Table 16 (continued) 



 

 126 

Call for nursing Nursing responses 
Advocacy for financial assistance with 
medication regimen 

Lobbying for legislative policy changes to 
Medicare rule on payment of 
immunosuppressant therapies after three years 
for renal transplant recipients. 
Education regarding availability of 
pharmaceutical company, private, and non-
profit medication assistance programs. 
 

Advocacy for choice regarding brand  
vs. generic medications 

Lobbying for legislative policy change to 
prevent insurance companies from unilaterally 
mandating use of generic versions of 
transplant medications without input from 
health care providers. 
 

Advocacy for alternatives to biopsy Lobbying for policy changes in Medicare rules 
regarding reimbursement for use of molecular 
assay tests in place of surgical biopsy for 
assessment of early rejection. 
 

Advocacy for creation of nurse-moderated  
web portals  

Lobbying for funding to create nurse-
moderated web portals at major transplant 
centers to provide caring and informed support 
for persons in the transplant journey. 

 

Immunosuppressant Therapy 

Coping and living with the side effects of immunosuppressant therapy were the 

most important concern for members in the sample (316 postings).  Although members 

were aware of the potential side effects of the anti-rejection medications, they were at 

times overwhelmed by their personal experience of the severity of the side effects. The 

subthemes of “enduring the experience”, “changing bodies”, and “changing 

relationships” provided highly personal and emotional accounts of the effects of 

immunosuppressant therapy on individual health, self-image, and relationships. 

Members shared the adverse physiological and psychological effects of 

immunosuppressant therapy, seeking understanding and advice on symptom relief and 

emotional support. To meet member needs, the transplant-related social media site added 
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blogs for each of the major immunosuppressant medications, including Prograf 

(tacrolimus), Cellcept (mycophenalate), Rapamune (sirolimus), Myfortic (mycophenolic 

acid), and Neoral (cyclosporine), providing the opportunity to further share experiences, 

emotions, information, and reciprocal support regarding these medications.  

Significance for education and policy. Suggested educational interventions 

include the development of focused patient/family resources on immunosuppressant 

therapy, incorporating a clearer explanation of potential side effects and treatment options 

to reduce the severity of medication side effects. Although the review of patient teaching 

information demonstrated provision of basic information on required immunosuppressant 

therapy, none of the educational literature discussed treatment options for amelioration of 

side effects other than lowering the dose or switching the drug. Perceived lack of 

understanding and treatment options for side effects was also reflected in member 

postings asking for information on and use of non-prescribed CAM therapies to remedy 

the unpleasant side effects of the drugs. Member descriptions of the patterns of social 

isolation and depression experienced as the physical and emotional side effects of 

immunosuppressant therapy have the potential to interfere with the healing process and 

emotional integration of the transplant experience, and contribute to non-adherence with 

the medication regimen (Dew & DiMartini, 2005; Goetzmann, 2004; Hugon et al., 2014; 

Kiecolt-Glaser, McGuire, & Robles, & Glaser, 2002) 

One member’s posting (MU-154) describing the distress of being perceived as a 

patient with cancer due to hair loss was a call for nursing that realized the similarities 

between these two immunosuppressed patient populations. Suggested nursing responses 

to somatic and emotional side effects of immunosuppressant therapy include a 
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multidisciplinary approach similar to therapeutic interventions identified and utilized for 

persons with a diagnosis of cancer (Fingeret, Teo, & Epner, 2014), including  medication 

review, sensitive, patient-focused communication strategies, and referrals for cosmetic, 

sensate (i.e. massage therapy, yoga, physical therapy), and psychological counseling as 

indicated. Nursing responses might also include facilitating means of “expressing 

feelings aesthetically, through poetry, art, or other media” (Grumme & Gordon, 2016, p. 

6). The social media site used for the study provided opportunities for members to 

aesthetically express feelings and emotions and share experiences in many forms of art 

and media, which is also an opportunity for further nursing research on persons in the 

transplant journey. 

Insurance Support 

Member postings in the sample expressed emotions, shared experiences, and 

exchanged information and support regarding insurance coverage and the ability to pay 

for medications and required patient monitoring; i.e. serum drug levels, biopsies, and 

other diagnostic procedures. Transplant eligibility requirements and counseling include 

assessment of the potential recipient’s funding sources; i.e. private or health care 

exchange insurance, Medicare, state Medicaid, or Veteran’s Administration (for United 

States veterans). Although insurance plans pay for transplant-related costs, payment for 

drug coverage varies greatly between plans. Cost of immunosuppressant drugs and other 

necessary prescribed medications are currently estimated upwards of $30,000 per year or 

higher depending on individual circumstances, copays, and use of generic substitutions 

(James & Mannon, 2015). Ongoing medication expense is a considerable stressor to 

patients and their families, and a major factor in non-adherence (Evans et al., 2010). 
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Members also shared experiences with obtaining affordable coverage with state and 

federal health care exchanges established under the Affordable Care Act (2010). 

Significance for education and policy. Suggested interventions include focused 

patient/family education and referrals on all available options for medication financing, 

including pharmaceutical vendor drug discount programs for immunosuppressant therapy 

and other government and private sources of funding. To provide context for the financial 

burden of immunosuppressant therapy, Table 17 offers examples of estimated monthly 

costs for select immunosuppressant drugs (both branded and generic versions) based on 

2015 wholesale dollars. 

For renal transplant recipients, passage of the Affordable Care Act (2010) did not 

change Medicare reimbursement for immunosuppressant therapy, which ends three years 

post transplant. Suggested interventions include early discussion and referrals for drug 

payment options when eligibility expires. Nurse advocacy for legislation to extend 

Medicare coverage for this patient population and other funding programs, including 

potential personal tax credits to further assist persons who have received transplants to 

pay for their medications is indicated.  
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Table 17  

Average Monthly Cost of Common Immunosuppressant Medications, 2015 

Drug (generic name) Dosage form Average 
dose 

AWP 
($) 

Estimated 
monthly cost 

($) 
Prograf (tacrolimus) 1 mg capsule 4 mg BID 5.22 1252.80 
Tacrolimus 1 mg capsule 4 mg BID 4.45 1068.00 
     
Neoral (cyclosporine, 
modified) 

100 mg 
capsule 

150 mg BID 7.79 701.40 

 25 mg capsule  1.95  
Cyclosporine, modified 100 mg 

capsule 
150 mg BID 5.49 493.80 

 25 mg capsule  1.37  
     
CellCept (mycophenalate) 250 mg 

capsule 
1g BID 7.86 1886.40 

Mycophenalate 250 mg 
capsule 

1g BID 3.96 940.50 

     
Myfortic (mycophenolic 
acid) 

180 mg tablet 720 mg BID 5.08 1219.20 

Mycophenolic acid 180 mg tablet 720 mg BID 4.56 1094.20 
     
Rapamune (sirolimus) 1 mg tablet 2 mg daily 20.20 1212.00 
Sirolimus 0.5 mg tablet 2 mg daily 8.30 1038.00 
     
Nulojix (belatacept) 
(no generic available) 

250 mg vial Induction 
(10mg/kg) 

1107.60 3322.80 
(70-kg patient) 

  Maintenance 
(5 mg/kg) 

 2215.20 

Note. Adapted from James & Mannon, 2015, p. 115.  AWP = actual wholesale price ($).  

     
Brand vs. Generic Versions of Immunosuppressant Medications 

The study findings revealed deep concern over use of generic versions of 

immunosuppressant medications. Several members expressed emotions, shared 

experiences, and exchanged information and support about taking and being forced to 

switch to generic versions of their immunosuppressant medications by their insurance 
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plans. Discussions included concerns regarding the therapeutic efficacy of generic 

substitutions, potential adverse effects, increased risk of rejection, and drug toxicity. To 

provide perspective to the findings, a summary of bioequivalence is offered. 

The bioequivalence debate. Federal Food and Drug Administration (FDA) 

approval guidelines for generic versions of branded medications require the same active 

ingredient, the same dose, the same route, and what is termed bioequivalence (Johnston, 

2013). However, generic brand manufacturers are not required to include the same 

excipients (inactive ingredients), conduct safety/efficacy studies, or demonstrate 

therapeutic equivalence for their versions of the branded drug (Johnston, 2013). 

Bioequivalence is a measurement of the length of maximum therapeutic drug 

level and time to reach a therapeutic level. The statistical indicator is known as area under 

the concentration/time curve (AUC) (Johnston, 2013). For a generic drug to be termed 

bioequivalent, the statistics (mean ratio and 90% confidence interval of the AUC) must 

be within a range of 80% – 125% (.80 – 1.25) of the branded drug, which translates to a 

potential +/- 20% difference in pharmacokinetics (Johnston, 2013).  

Concerns over standards for what the FDA termed “narrow therapeutic index” 

(NTI) drugs led to further revision of bioequivalent standards for certain high risk drug 

categories, which included immunosuppressant drugs. Generic bioequivalent standards 

for NTI drugs now require an AUC range of 90 – 111% (.9 – 1.11) as compared to the 

branded product (Code of Federal Regulations, Title 21, 2016). Even with this tighter 

permissible bioequivalence range, there is potential for a marked effect on individual 

responses to the generic drug therapy, including maintaining therapeutic drug levels, drug 

toxicity, and graft rejection. The risks involved with generic substitution have even 
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generated debate regarding the ethics of prescribing generic drugs for persons who have 

received organ transplants (Allard & Fortin, 2014). Nurse transplant coordinators have 

voiced concerns regarding increased patient confusion with medications, potential for 

dose error, and non-adherence when medications are changed to generic versions (Parker, 

Zagadailov, Bruno, & Wiland, 2013).  

Significance for education and policy. Suggested educational interventions 

include focused patient/family learning on the particular generic substitutions prescribed, 

which incorporate the ability to recognize the generic pill version of their prescribed 

medication and knowledge of the generic manufacturer. Generic drugs are not required to 

be the same shape and color as the branded version (Greene & Kesselheim, 2011). 

Knowledge of the generic manufacturer is important as bioequivalence between generic 

brands also varies and can affect serum drug levels (Johnson, 2013).  

Suggested nurse advocacy includes promotion of legislation to prevent insurance 

companies from unilaterally mandating generic substitution without health care provider 

input. One member’s post underscored this concern:  

“Isn’t it interesting that insurance companies (who have NOT been to medical 

school) attempt to tell us which medication we should be on? For a transplant? 

Seriously.” (MU 235-10) 

The Organ Procurement and Transplant Network (OPTN) collects select data on 

all persons receiving organ transplants every six months and annually (OPTN, 2016). A 

suggested cost/benefit review of data reported to OPTN related to increased cost of 

patient monitoring, frequency of adverse events, graft rejection, and death related to 
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generic substitution of immunosuppressant drugs might influence policy and legislation 

on substitution of generic transplant medications. 

Post-Transplant Testing and Evaluation 

Study findings revealed a call for education and support regarding post-transplant 

follow-up care. Member postings in the sample expressed emotions, shared experiences, 

and exchanged information and support regarding lab testing and post-transplant 

diagnostic testing. Persons receiving organ transplants are often overwhelmed with post-

transplant diagnostic testing to evaluate overall health, potential toxic side effects of 

immunosuppressant medications, and signs/symptoms of graft rejection (UNOS, 2016). 

This testing can include frequent lab testing of blood counts, electrolytes, liver function 

tests, and immunosuppressant serum levels (UNOS, 2016). To provide perspective to the 

lifestyle demands of post-transplant diagnostic testing, Table 18 provides a summary of 

generally accepted lab testing protocols that are required post transplant (Sutter Health, 

2014).  

 
Table 18  

Summary of Lab Testing Protocols Post Transplant 

Time after transplant Scheduled lab testing 
First 6 weeks 2 times/week 
6 weeks to 3-4 months Weekly 
3-4 months to 6-8 months Every other week 
6-8 months to 1-2 years Monthly 
After 1-2 years Every 1-3 months 

Note. Adapted from Sutter Health, 2014. 

 
Other diagnostic testing includes regularly scheduled radiology and ultrasound studies, 

and invasive biopsies to detect potential graft rejection (UNOS, 2016).  
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Significance for education and policy. Suggested educational interventions 

include providing focused patient/family education regarding the purpose of all 

diagnostic studies, and a summary of scheduled visits for the studies post-discharge. All 

persons receiving organ transplants receive notification from OPTN on aggregate data 

collection from each transplant center (OPTN, 2016).  Changes in patterns of health and 

substitution of generic versions of immunosuppressant medications may require more 

frequent invasive and non-invasive monitoring. Individual health patterns ultimately 

determine frequency of all diagnostic evaluations.  

Medication Adherence 

Study findings revealed a call to assist with medication adherence. Member 

postings in the sample expressed emotions, shared experiences, and exchanged 

information and support regarding maintaining medication schedules, times to take 

medications, how long persons receiving transplants would need to take medications, and 

tapering medications. Medication adherence is a lifelong commitment for persons 

receiving organ transplants. Several factors can impact a person’s post-transplant 

medication adherence, including pill load, difficulty understanding a complex medication 

schedule, lifestyle interference, experiencing unbearable/unpleasant side effects, and/or 

financial difficulties (ITNS, 2014; Patzer et al., 2016). Lack of adherence can contribute 

to graft failure and even death (Patzer et al., 2016). 

Significance for education and policy. Suggested responses include individual 

assessment of barriers to medication adherence and interventions to enhance medication 

adherence, including use of mHealth technology where appropriate. Persons who have 

received organ transplants require complex medication regimens that can include up to 12 
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different types of medications, including multiple immunosuppressant medications, 

antibiotics, antifungals, antivirals, anti-hypertensives, lipid-lowering agents, gastric-acid 

reducing medications, bowel regimens, and  medications to control blood sugar (UNOS, 

2016). Dose frequency and unit dose availability (i.e. mgs/capsule) can require a person 

to take up to 30 pills per day.  

mHealth. Mobile health (mHealth) technologies have the potential to be a 

valuable tool to assist with management of and adherence to post transplant medication 

regimens. Improved self-care and management of chronic health patterns are the subject 

of numerous studies on mHealth applications and technologies, including diabetes 

management, cardiovascular disease, pulmonary disease, and living with HIV (Hamine, 

Gerth-Guyette, Faulz, Green, & Ginsberg, 2015; Schnall, Bakken, Rojas, Travers, & 

Carballo-Dieguez, 2015). Member postings in the sample exchanged information and 

support about mobile applications that they used or developed for transplant medication 

management. mHealth studies are a focused research funding priority for the National 

Institute of Health (NIH). 

Infection/Rejection 

The study findings revealed ongoing worry and fear of graft rejection. In many 

postings, a sense of panic was projected when members received notification of an 

abnormal lab level. Member postings in the sample expressed emotions, shared 

experiences, and exchanged information and support regarding signs and symptoms of 

infection, potential graft rejection, as well as their own personal experiences with 

episodes of acute rejection and graft failure.  
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Significance for education and policy. Suggested responses include a focused 

educational assessment of patient/family understanding of pertinent laboratory values, 

signs and symptoms of infection and potential graft rejection. Interventions that support 

patient self-care, lifestyle changes, and recognition/prompt reporting of acute alterations 

in health patterns are indicated. 

Patients experiencing acute rejection and potential graft failure require a 

multidisciplinary approach to determine best treatment options and if necessary, 

eligibility and availability of another organ. Persons with a renal transplant have the 

option of resuming dialysis either as a terminal option or while waiting for another renal 

transplant. One discussion thread (MU 255) of persons with renal transplants in the 

sample offered information and support regarding keeping their dialysis fistulas as a 

failsafe option “for u never know” (MU 255-7). If aggressive medical therapy cannot 

rescue the graft, organ recipients without retransplant options require caring support and 

discussion of potential palliative care and end of life options.  

Advocacy. Persons with organ transplants require frequent biopsies to assess for 

early signs of rejection (UNOS, 2016). Member postings exchanged information and 

support for a new blood test using genetic markers identifying renal graft rejection prior 

to acute rejection episodes. A similar genetic assay was developed for persons with heart 

transplants, but was in jeopardy of not being available due to a Medicare reimbursement 

rate that was not compatible with profitability. Advocacy from health care providers 

including transplant nurses, members of the transplant community, and other stakeholders 

during an open comment period resulted in a November, 2015 ruling on satisfactory 

reimbursement of $2821 per assay. The assay is a non-invasive, highly accurate, and cost 
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effective (average heart biopsy cost $4000) (Pham et al., 2010) alternative to endocardial 

biopsies that might improve the quality of life and reduce the risk of adverse effects from 

recurrent biopsies for persons with heart transplants. Nurses have the obligation to 

advocate for technologies that support positive outcomes for persons receiving organ 

transplants (ANA, 2016). 

Self-Medicating 

The study findings suggested that members were self-medicating for symptom 

relief and to improve overall health. Member postings in the sample exchanged 

information and support regarding use of herbal and other CAM for overall health and 

symptom amelioration. Although the social media site had specific disclaimers that the 

comments and suggestions of members did not replace treatment from health care 

providers, there was open discussion and suggestions regarding use of non-prescription 

herbals and CAM by members.  

 Significance for education and policy. Suggested responses include a focused 

assessment of patient/family knowledge and cultural attitudes regarding use of herbals 

and CAM, and knowledge of potential interactions with immunosuppressant therapy. 

Drug-drug interactions have the potential to reduce drug efficacy, creating situations of 

non-therapeutic levels, or potentiate the effects of immunosuppressant drugs, which can 

increase serum values to toxic levels. Both situations place the patient at risk for adverse 

effects, potential organ rejection and/or death. Suggested nurse advocacy includes the 

promotion of nurse-moderated web portals that are affiliated with major transplant 

centers to provide accurate educational resources, including information on the dangers 

of self-medicating. 
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Patient and Family Support 

 Transplant nursing practice includes clinical transplant nurse/nurse generalists, 

nurse transplant nurse coordinators, and advance practice nurses (clinical nurse 

specialists and nurse practitioners) specializing in the care of persons in the transplant 

journey (ANA, 2016). Each of these practice settings requires sensitivity to the particular 

stressors and needs of individuals and their families/support systems to support optimal 

outcomes and quality of life during their evolving patterns of health during the transplant 

journey. 

Continuity of Care 

The study findings revealed a call for continuity of care. Member postings in the 

sample expressed emotions, shared experiences, and exchanged information and support 

regarding continuity of care during the transplant journey. Members relied on their 

transplant coordinator for information and support for a variety of issues, but expressed 

frustration with availability at times due to coordinator workload, “I’ve called my 

transplant coordinator every day this week but they aren’t returning my calls but I’ll talk 

to them about it when I can” (MU 197-6) and case familiarity due to staff turnover. 

Hospital admissions were frustrating due to lack of communication between health care 

providers and the transplant coordinators regarding medical records and overall plans of 

care.  

“Hospitalization is no fun and when it involves different specialties, coordination 

is often lacking and the type of illness/injury decides which is in charge. 

Sometimes a patient is unable to be that hub, gathering opinions or treatment 
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requirements from all their doctors/teams and making sure all are on the same 

“page.” What then!?!” (MU 106-1). 

Significance for education and policy. Trusting relationships between nurse 

transplant coordinators and persons in the transplant journey are based on intentionality, 

reciprocity, and receptivity to calls for nursing in response to changing patterns of health. 

Suggested nurse advocacy includes promotion of adequate transplant coordinator staffing 

to respond to client needs and help maintain continuity of care. MyChart® and other 

electronic medical record systems are available to members of the health care team to 

review patient health and medication history to facilitate coordination of care. Suggested 

responses also include the creation of a transplant “hotline” number where the nurse 

transplant coordinator on call can respond quickly to changes in patient status and health 

care provider inquiries. Suggested post-discharge planning includes the provision of a 

wallet card or mHealth application for easy reference to the hotline. 

Support Groups 

Study findings reinforced the positive effects of virtual interaction on health-

related social media sites. Both face to face (FTF) and social media support groups 

provide the opportunity to express emotions, share experiences, and exchange 

information and support. They can be a valuable source of socialization and integration of 

the transplant experience. Suggested responses include provision of information on the 

many support groups that are available to persons in the transplant journey. 

 Significance for education and policy. Nurse-moderated online support groups 

provide the opportunity to provide trusted emotional and informational group support, as 

well as the ability to communicate privately with members to respond to specific calls for 
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nursing based on changing individual health patterns. Nurses can also provide education 

and links to other patient resources without the constraints of place and time, providing 

global perspective to the needs of this growing patient population. Suggested nurse 

advocacy includes promotion of grant funding to pursue nurse-moderated web portals 

and online support groups for persons in the transplant journey. 

Opportunities for Future Nursing Research 

 The study findings identified abundant opportunities for future nursing research in 

both physical and virtual environment of care. The growing population of persons in the 

transplant journey invites nursing research on quality of life, education, medication 

adherence, self-care, support, and healing. Prior to a qualitative study by Grumme and 

Gordon (2016), research on transplant-related online support sites was limited to 

information gained from personal data reported to the for-profit PatientsLikeMe® 

website, where members share information on medications, symptoms, treatments, lab 

results, and other demographic data on a wide variety of personal health conditions, 

including organ transplantation. Table 19 highlights future research opportunities 

identified for persons in the transplant journey. 
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Table 19  

Future Research Opportunities Identified in the Study for Persons in the Transplant 
Journey 
 

Potential research topic Description of the study 
Review of patient transplant  
educational literature 

Study findings revealed a need for a 
comprehensive review of educational material 
from major transplant centers and other sources 
for persons in the transplant journey 
 

Emotional integration of the 
transplant experience and 
perception of self-transcendence 

Development and testing of an instrument to 
evaluate and correlate emotional integration of 
the transplant experience with self-perception 
of transcendence 
 

Use of internet support groups by 
persons in the transplant journey 

Adaptation and testing of an instrument to 
measure and evaluate use of internet support 
groups by persons in the transplant journey 
 

Use of mHealth technology by 
persons in the transplant journey 

Development and testing of a mixed methods 
online survey tool to evaluate use of mHealth 
technologies by persons in the transplant 
journey 
 

Self-reported impact of side effects 
of immunosuppressant therapy on 
quality of life 

Development and testing of a mixed methods 
online survey tool to evaluate the impact of 
immunosuppressant drug therapy on perceived 
quality of life for persons in the transplant 
journey 
 

Family response to transplant Opportunity for focused inquiry on family 
coping and perceptions of living with a person 
in the transplant journey, including adolescents 
and children 
 

Living the transplant journey Use of virtual focus groups to inquire “what 
matters most” to persons in the transplant 
journey 

 

Potential Research Topics 

Review of educational literature. Study findings identified a need for a 

comprehensive review of educational literature from major transplant centers and other 
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sources provided to persons in the transplant journey. The extensive review conducted as 

part of this study revealed opportunities to provide better information and support for 

patients and families throughout their transplant journey. Recommendations for further 

focused educational interventions would be based on the findings of “what mattered 

most” to members of the online community.  

Emotional Integration after Transplant Questionnaire (EIaTQ). One 

opportunity is testing of an instrument developed to evaluate emotional integration of the 

transplant experience by persons who have undergone organ transplantation – the 

Emotional Integration After Transplant Questionnaire (EIaTQ) (Grumme, 2013b). 

Results of the EIaTQ (Grumme, 2013a) would also be correlated with responses to 

Reed’s (2009) Self-Transcendence Scale to evaluate the relationship of emotional 

integration of the transplant experience and perceived self-transcendence. 

Use of Internet Transplant Support Groups (UITSG). Another research 

opportunity is the testing of an instrument developed to measure and evaluate the use of 

internet support groups by persons in the transplant journey (Grumme, 2013c). The 

instrument is an adaption of an existing nursing research survey that measured the use of 

internet support groups by persons with cancer (Im, Lee, & Chee, 2011). The instrument 

measures the use of internet support groups (past, present, and future), barriers to use of 

internet support groups, and reasons for use of internet support groups. There is also 

opportunity for nurse researchers to adapt and use the instrument to study other patient 

populations using online support groups. 

mHealth. Use of mobile health (mHealth) applications by persons in the 

transplant journey to help manage medications, record symptoms, and diagnostic testing 
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schedules is an important research priority. Development of a mixed methods survey tool 

to study patient use of this growing technology will provide insight into educational 

interventions that promote wellness and medication adherence with this growing patient 

population. 

Symptom management and support. Another future study is development of a 

mixed methods online survey that evaluates self-reported signs and symptoms of the side 

effects of immunosuppressant therapy. The physical and emotional side effects of 

immunosuppressant therapy were a high volume topic of discussion (316 member 

postings) from the sample used for the study. A call for nursing education and support as 

patients and families endure and cope with side effects of immunosuppressant therapy is 

indicated.   

 Online focus groups. Future research also includes the use of both synchronous 

and asynchronous online focus groups to inquire “what matters most” to persons in the 

transplant journey. Online focus groups provide the opportunity to reach diverse samples 

of patients and families not accessible for face-to-face focus groups due to constraints of 

geography and time, and offer the same advantages as online support groups: worldwide 

virtual contact and availability anytime, and if desired, anonymity. Online focus groups 

are also cost-effective and time-saving; the data is available for immediate review and 

analysis, transcription not required (Tates et al., 2009).  

 Family response to transplant. Another opportunity of focused inquiry is family 

adjustment to transplant, including children. There is limited nursing research on the 

responses and feelings of family members of persons who have undergone organ 

transplantation. The online environment provides the opportunity to recruit a diverse 
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sample of family members and what is termed “now adult children” (Ågren, Ivarsson, & 

Rönning, 2014) for participation in virtual focus groups that explore the feelings and 

experiences of this select population. There is also opportunity to work with school 

and/or pediatric nurse researchers to explore child and adolescent perceptions of living 

with a family member or parent who is waiting for or has undergone organ 

transplantation. 

Conclusion 

This study added to what is known about the unique calls for nursing for persons 

in the transplant journey. The study suggested that transplant-related social media sites 

are an important avenue of support for persons in the transplant community, providing an 

opportunity to express emotions, share experiences, and exchange information and 

support in a nonjudgmental virtual environment. Nurses have a unique opportunity to 

support and participate in these virtual environments of care, to provide trusted 

informational, educational, and emotional support and to provide accurate and 

appropriate responses to changing health patterns at all levels of practice.  

It is this researcher’s hope that eventually one will be able to regenerate a failing 

organ from one’s own stem cells, or replace the failing organ with a fully functional 

artificial organ, thereby eliminating the need for organ waiting lists, transplant surgeries, 

and living a life of medical chronicity with all of the potential complications of 

suppressed immune systems. An example is the current XPrize® competition “to develop 

a wearable or implantable, tether-free, needle-free, and self-regulating renal replacement 

therapy” (XPrize, 2016. Until then, calls for nursing must include caring responses to 

meet the myriad of needs identified by persons in the transplant journey. Nursing is in a 
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unique position to foster support and development of the personal meaning of Self-

Transcendence for this growing population. The following poem provides an aesthetic 

synthesis of the hopes and feelings inherent to the transplant journey expressed by 

members within this study… 

Part of me dying,  

How can I live 

Waiting for another to die 

Or give a living part of self to me 

How can I live  

With forever memories, forever gratitude 

Receiving the gift of life 

I am reborn 

Now I can live 

I live for us 

  (Grumme, 2016) 
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Appendix C. Coding Memo Meaning Units And Emerging  

Subthemes in the Study 

Code memo – Sharing Experiences 
343 postings addressed issue of symptoms/side effects 
Relationships 
Body image 
 
constipation (taking flax seed helps) 
risk of infection without proper protection when gardening -  
autonomic neuropathy 
post=transplant arrhythmias ( heart/lung - thoracic cavity) 
 
neuropathy - “after transplant I became a type II diabetic from prograf and prednisone, finishing 
off what little feeling I had in my feet” 
 
Lyrica for above -  
 “left me feeling like a drunken sailor”  
 ““IS very effective, however one can become dependent/addicted easily” 
  capsaisin helps 
Tac toxic to kidneys - thought that tsplt lifespans have stalled out @15yrs 
Tac - tremors and headaches 
 “tremors and have lost most of my hair” 
Tac - hair loss 
 
Bela is good but have to have EBV+ titer to use - IV  
 
s/e from prgraf - changed to cyclosporine and now worse 
 
body image - bulge on right side of abdomen w/renal tsplt - looks like a hernia 
takes a while to resolve - changed anatomy 
 
dealing with ‘sleepy kidney” –  
 
“issue to the point where I break down and cry cause I have such little information and the 
doctors really don’t have that much info to give outside of “It could start working in as little as 2-3 
days post surgery to 2-3 months at a late point. Now for where my problem comes into play.” 
  
“I am just scared shitless that this kidney is not going to take and that where urine output is going 
down versus up if this is normal, with the kidney having an “oh shit, its all me now” moment, or 
whatever is going on and that it is normal and has happened to you fine folks as well! While the 
doctors have helped best they can, Tufts in Boston is a pretty big hospital especially with it being 
a teaching hospital so they don’t always have an hour to dedicate to sit down and answer every 
question” 
 
I do keep reading this post from time to time to keep my spirits up, as the doctors still feel 
resolving atn is going on. Mentally it gets frustrating still going a week with steady urine outputs 
then they drop down to minimal outputs and over 2-3 days I’ll gain 2-3kg’s. They have me doing 
occasional dialysis for fluid removal at my discretion, but when I ask if this is normal, all they can 
say is “Well, even healthy people go through fluid gains from time to time”. Which is where I start 
to over think things again, because “healthy” people don’t end up needing to do occasional 
treatments to get fluid off. Thats my rant and update. Hope everyone is doing well. 
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Dam emotional roller coasters. I hate roller coasters! This Thursday will be week 4 from the 
transplant. It seems from the info I have gotten back so far and what I have found online all kinda 
correlate to the kidney waking up around the 4-6 week mark. While I love my transplant 
coordinator, he is literally brand new I am his first case, so he doesn’t have all the answers yet. 
While I was recovering in the hospital they all kinda said 2 days - 3 weeks so that is why I guess 
my emotional state is all over the place. Thankfully with where I did home dialysis, the doctors 
told me if I need to do a treatment cause of fluid, just do it whenever I want, so that’s a big plus!  
Thanks for the feedback :)  
 
My son’s first transplant was 12 years ago and it didn’t wake up for a month...I know it’s hard not 
to worry but have Faith because you’re right, your attitude is half your battle”... 
 
Sleepy syndrome comes from the amount of time it is deprived of blood supply and how it is 
stored for trsport ..improvements in drugs to “rev up” the sleepy kidney have created better 
options for Drs and surgeons  
Look to your tx coordinator to answer questions and feel free to ASK ASK ASK as many as you 
need to be comfortable with your paln of care THAT IS WHY THEY ARE THERE AND DEMAND 
ANSWERS (even when they are reluctant to suppy information when they are hunting for 
solutions)  
 
“I won’t go into the emotional roller coaster that I went through because you’re already on it” 
 
“lovely prograf and tremors” 
 
“prograf has given me what I am referring to it as a “mild case of parkinsons” - no offence to 
anyone whom has it, but I can barely right my name thats how bad the shakes are.” 
 
“this has been a roller coaster ride” 
 
am I worrying unnessarily? 
 
creatine levels 
 
gum growth on cyclosporin 
 
diarrhea post transplant - just another wonderful s/e of the drugs and a test our bodies go through 
 
“My creat just hit 3.6. The pain and discomfort is not worth it for me personally anymore. If I 
stopped medication, what would happen to mt bodh and kidneys. Will it be painful or will i jsut 
slowly deteriorate? Will i need to be admitted to the hospital to have the kidney removed or can I 
just keep it in there” 
 
I am truly sorry you are having trouble now and hope you try to get another Tx and gain good 
health again. While I traveled “your road,” some of the best days of my life came after another 
bout with dialysis and my second kidney Tx. I was told by an attending DR in clinic that dying 
from kidney disease is his idea of the best “way” to go as you become increasingly tired and 
sleep non-stop, until you don’t wake one time. You have had a rough go with this kidney and no 
one should fault you for feeling this way. I hope you press on and receive another Tx. It will be 
worth the effort. Perhaps an “@ risk” donation as I selected will shorten the wait. I hate quitting a 
book until it’s done and this story is still being written. 
 
I am so sorry you are in such distress. Are you currently trying to get another kidney? I had a 2nd 
transplant in July and never thought I would feel this well again. Please hang on and see what 
your options are and definitely don’t stop taking your meds, but rather ask your docs for some 
pain medication to help you through this stressful time. Also possibly ask your transplant center 



 

151 

for an appointment with a therapist or a social worker. Please hang on until you can get some 
help. 
 
The doctor doesnt know what it is exactly. I had an easier time on dialysis. I regret paying so 
much for the surgery since I had no insurance. The worries and emotional distress is degrading 
my qualith of life. On dialysis, I was tired but I had peace of mind. I never have a week with peace 
anymore after the surgery. It is always something going on.  
 
Stress will always make you so much sicker. Our thoughts can either improve or weaken our 
sickness. Just like when you want to change how you feel, you need to work on changing your 
thoughts. With all of the stressful thoughts going through your mind, it could be like a roller 
coaster of cortisol running through you. Have you learned how to meditate? I know I am probably 
not making any sense to you right now, you can improve how you feel bit by bit or at least I am 
hoping that you do. Best regards to you my dear! 
  
Talk to your dr about giving you something for the pain until they can figure out whats going on 
with that kidney. I wouldn’t suggest stopping the meds until I at least try something else n talk with 
your kidney dr or tx center.one who you trust before stopping all your meds. Maybe they can 
temporarily lower your medication doses? Just don’t go off all your meds after you have been 
through... 
 
I recently had a friend die of kidney failure, she like me had a lung transplant and had quite a few 
problems, one being her kidney started to shut down. She was very tired and slept a lot, she was 
not a candidate for a kidney TX. They offered her dialysis but the quality of life wasn’t there for 
her anymore, so she turned it down and passed away about 3 or 4 days later. She wasn’t in pain, 
but I believe she was taking some pain pills for intestinal pain. I believe a person knows when 
their time is up. But make sure all your avenues for life as others have said are researched 
thoroughly as your doctors won’t. You or a family member needs to see if there is light at the end 
of the tunnel, don’t give up to quickly. All the best to you.... With Blessings 
 
My question is regarding the emotional side effects of a transplant. I’m typically a happy, outgoing 
person. Even after transplant and being in pain, unable to much or go anywhere, I was still happy. 
The last month or so has been a different story. I don’t find myself happy like I usually am, just 
miserable. I find myself getting mad, irritated or sad over A LOT of things daily. I cry daily, some 
days more than others. I’m hard on myself about appearance (even though I’ve actually lost 
weight vs the typical gain) I’ve noticed overall body changes but nothing I should be this hard on 
myself about. Has anyone ever had these kind of emoitonal issues after transplant? Could it be 
meds? I’ve actually been on some of the meds they use for rejection for years due to lupus and 
never had issues like this before. Any insight or suggestions are greatly appreciated. 
 
I take a total of twelve medications most twice a day with one for neuropathy. Eight out of twelve 
meds have those exact side effects plus more warned by the manufacturers. It’s taken a long 
time for me to recognize the effects were caused by meds and not just getting old. I’ve had a 
brain MRI, full complete blood tests and nothing comes up? All my other TX tests come up 
normal.  
 
It’s obvious to me that taking a cocktail mix of anxiety & depression induced medications have 
caused me to lose a job, lose friends and my family doesn’t like to talk to me very much. It’s 
extremely frustrating because they have a difficult time being happy around me. I truly do thank 
God for his gift to allow me to enjoy this life a little better & longer. But it is not easy to deal with 
emotional reactions that seem to be out of my control and I assume others might feel this same 
way. 
 
Sorry to hear you lost you job and friends that’t a hard thing to deal with. Also you family not 
talking to you. There are people in my family that I don’t talk to much . I fell like when we are all 
together someone always says something to me or gets mad at me . For some reason I fell like 
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my family thinks I ‘m a trouble maker I’m not .They also think I yell. So I understand what family 
can be like. I think families don’t always understand what it is like to be on meds that make the 
person that is taking them fell depressed or are dealing with anxiety . There not the ones taking 
the meds and it hard to get people to understand what it is like to feel that way. 
 
i had many mood swings and it felt like the brain i used to have had gone somewhere and i was 
having trouble with the new one. 
 
I know that prednisone can cause mood swings. I was told that years ago and not by a doctor. It 
was by another peasant in the waiting area at the Transplant clinic. I don’t know if you take 
prednisone .  
 
There have been a lot of new drugs that have come out over the years and sense I had by 2 
transplants. I take a lot of meds and I think there are a lot of transplants peasants that do. So yes 
it could be your med. I know I have changed a lot over the years. I think it is a commotion of med 
and side effects. I know for me the more things over the years. I have found out things that 
medical problem I have are because of meds. I feel like I have change a lot over the years. I think 
it is a combination of med and side effects and just day to day life . I feel like you do myself a lot 
crying . mad, miserable, frustrated . I also feel like there are day I can’t take anymore stuff. I get 
inpatient about thing I didn’t use to. It just seem like there are times to much is going on. For me it 
seem like a year doesn’t go by with some kind of medical problem happening. 
 
i smiled when i read your description. I had lots of friends in the waiting list and after their 
transplant they were like step ford wives. my bestie friend said that she just wanted to hide under 
a blanket and her mother would have to “take her for a drag” to get out of the house. I had not 
driven a car for years and I would go out looking for a favorite place and it had gone out of 
business. I cried for no reason and had to sleep with the lights on for years. you eventually get 
over it. 
 
My friend would not let any former friends see her because the prednisone changed her face so 
much. She was a real beauty before and it was hard to look just average. I am no MD, but I take 
great pleasure on blaming everything on the meds. I am much better since they lowered all the 
doses by a lot. 
 
too have experienced all of the same issues you expressed from sadness and irritability to weight 
loss and body image concerns. You are so right about not being so hard on ourselves, especially 
such small issues. A friend told me that God did not bless me and bring me this far, just to drop 
me on my head. 
 
Some levels of depression are very common in post transplant people. Hang in there, stay active, 
talk to friends, family and people who have been through similar things. The meds are likely a 
major contributor. Prednisone can really mess with your emotions. Also, the immunosuppressants 
will can effect mood levels. The good news is that it gets better every day. 
Good luck and God bless: 

After having my kidney transplant in July of 2014, I had an immediate, severe reaction to the 
steroids necessary at the time of surgery.  I couldn’t stop crying from the day after the transplant 
until the second day when I was taken off steroids.  It was possible because I was responding 
well to the two immunosuppressive drugs that I remain on today.  Are you on steroids?  If so, ask 
your transplant team if there is an alternative.  At any rate, you should report your adverse 
condition asap to your team, and I wish you well in getting a solution soon. 

Hey...I am 5 years post heart  and yes we all have the emotional Rollercoaster from time to time 
,  best thing you can do is advise your loved ones of this ,  it does get better in time as you tend to 
notice the roller coaster on its down hill fall ,  as your meds are reduced  it gets better ,  once your 
able to get a regular exercise program going  life really becomes awesome again  , every thing 
your experiencing is normal,   Congrats on your miracle , I wish all the best for you !! 
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There’s good and bad news here. What you are going through is completely normal. Your poor 
old body has been through the wringer. There is the huge physical trauma from the surgery itself, 
and then a tremendous amount of biochemical changes not only from the drugs, but from the 
sudden and new “normal” of a functioning kidney. And you are only 2 months out. Give things a 
bit of a chance to settle. 

In my case, this happened at about the 1 year mark. I just couldn’t get it together. I ended up 
taking a half dose of welbutrin for about 8 or 9 months and then was able to ease off of it. 
Basically, I ended up using a chemical to balance whatever chemical imbalance was going on in 
my brain. I suspect for me it was the prograf. I was p!ssed about having to add another drug, but 
it made a world of difference. At that point, I didn’t really need any help with my coping skills, but 
that’s also something to look into. Transplant can be a lot of work, even once you are feeling 
better. So don’t be afraid to ask for help. We are all a work in progress. 

first congratulations on your transplant, the meds do play a part in the way you are feeling 
especially the prednisone, you should start to feel like yourself once your tx team lowers your 
prednisone dosage.  

Some friends of ours that we met through the transplant lifestyle were husband and wife like us. 
(both ladies gave their husbands kidneys) He had a real problem with anger issues as a result of 
the prednisone. They figured out a key word that would bring him out of it if he started getting 
cross. PREDNISONE! PREDNISONE! and he knew to back off. However, if what you are 
experiencing is depression, I would see about seeing a health professional to help you deal with 
it. There is no shame in it, and it would appear to me that what you are describing is depression. 
(But what do I know, I am no doctor) I think you will feel better if you get it checked out. Good 
luck! 

I found s/e of cyclo much easier to deal w/than tacro - worst are skin issues and gum issues...my 
hair is coming back 
 
I feel much better than wehn on tacro - energy is better .. on tacro I was depressed and mentally 
foggy... 
 
working out creatinine issues post tsplt 
 
Prednisone...I have moon face 
 
problems w/meds and weight gain 
 
who has experienced hair loss from the meds? I take tacrolimus and myfortic..I am nearly 4 mos 
post-tsplt and my hair is coming out inclumps when I shower and when I comb it. It is really 
freaking me out and I wonder if anyone has experienced this and if it regrows. I take tacrolimus 
and myfortic. When I look online, it says hair loss cause by meds regrows when the meds are 
stopped but that won’t be the case for me as the meds will continue for life (as you well know). 
 
i lost quite a bit of hair after my transplant - my doctor suggsted rogaine adn biotin (biotin is 
cheaper) - after 6 mos the difference is wonderful! 
 
My neuropathy, fatigue and muscle pain are more than annoyances and prevent me from working 
in the way I need to. I am very nervous about switching but I don’t think I could live like this. 
 
was on rapamune, and my hair grew back. However, rapa caused me to reject so now I am on 
6mg tacro daily. The tacro is killing my hair. I get depressed looking at my bathroom. It seems to 
be falling out little by little, and I am not sure if its growing back. I have lost so much hair that you 
can see my scalp shine in the sunlight. Its weird that i only lose hair around my temple and my 
bangs. The back part of my scalp doeent lose hair and it is thick with hair. Anyone else lpse hair 
only on the temple? Or is it just general hair loss all around? 
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Mine stopped falling out about one month after quitting the prograf - you are almost there! The 
regrowth started about one month after that. I saw the new growth around my hairline first - keep 
watching that area. Now it’s really growing like crazy. I know how you feel - I had an appointment 
to get a wig when I noticed the new hair. Hang in - it will come. 
 

Do not stress. Your hair will grow back. After my six month anniversary of my transplant, my hair 
started to grow back. It is now totally different from before. What was once thin and straight is 
now thick and curly. The gray has disappeared too. I asked my doctor about my this happened. 
He told me that it is because I am sharing the DNA of my donor. Just be patient and be positive. 
This is just a small bump in the road. 

Hi there...my other side effects include peripheral neuropathy, serious fatigue, exertional asthma 
and muscle pain. The hair loss is on top of all that. 

I also had neuropathy and muscle pain in addition to the hair loss from Prograf along with mental 
fogginess.  All symptoms went away after switching to Neoral.  I hadn’t even realized how strong 
the side effects were until after I was off Prograf for about two weeks and realized how much 
better I felt. 

“I feel for you in this as my hair has been a characteristic many have tied to identity, and it was 
difficult to see it deteriorate” 
 

So many members report this issue several months post transplant. Your hair will regrow. Please 
relax and take a proactive approach by eating healthy foods-ask your doctors about taking B12 
and Folic Acid. I would get a blood test to determine if you are low in these two vitamins before 
buying any supplement. I would ask for a Biotin blood test as well. Instead of brushing your hair 
use your fingers to comb through. 

also lost the majority of my hair from prograf and ended up having to do a very short pixie cut so 
lets just say I am very uncomfortable with my overall appearance. I know it could be worse and 
yes it beats kidney failure but I have delt with these uncomfortable side effects (hair loss, weight 
gain, protruding stomach, paleness, moon face etc) since I was 16 years old (now 26) and people 
can be harsh.  
 
I was also called a cancer patient at 17 years old ths first time my hair fell out so maybe I have a 
chip on my shoulder 
 
lo blood counds after induction therapy 
 
same thing....fearful of infection 
 
i am 98% upbeat, see the glass 3/4 full etc. But somedays pp just piss me off. they dont get it “ 
you look great and all that..” i am having a cranky day for various reasons..health up hill battle 
and pp who dont get it even though you been in their lives for over 20 years.........and somedays it 
is ok not to be upbeat and mad at world and you dont want to hear rainbow around corner bla bla 
bla you just want to walk through the fire with your fist raised. 
 
Some days the insensitive morons (even sometimes people we love) get to be a bit too much. 
Never be afraid to vent a bit here with us. We get it. 
 
Boy I understand you completely, no matter how much you tell people they do not get it. I had 
said to many a friend and acquaintance, “everything has changed, nothing will ever be the same 
again”. “Just because you see me walking about does not mean that I am not dealing with 
complications and challenges of transplant.” That is why forums like this are great!!! 
 
all is better i received nice support by many lovely people. today is a new day 
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So then come here.....the judgement free zone! 

Does anyone else have a protruding belly from their kidney transplants? I am a petite person and 
had a little belly after my first transplant but since I have had a second transplant and have two 
kidneys in my abdomen I am CONSTANTLY being asked “When are you due?” It is so 
humilitating and hard since pregnancy is a touchy subject for me. I literally was asked six times in 
a five day period and recently my neighbor yelled to me across the street “WHEN ARE YOU 
DUE?” In front of about 5 other people. I try to work my core but sometimes if feels like a losing 
battle after 4 abdominal surgeries. Besides when I do lose weight my kidneys just seem to 
protrude even more. 

I hear ya sister!!! I am 4 1/2 yrs post a kidney pancreas tx so I have one on each side and the 
pancreas was very big so I am now big in the stomach area. Like you I get asked often if I am 
pregnant and as I have lost many babies it is a hard thing to hear. I like other people have just 
changed the clothing that I wear. It must be hard for you having a uniform. Just know in your own 
mind that is just your very special gifts and try not to let it bother you. Keep your chin up and 
know you are not alone. Take care.   

have two transplanted kidneys and one native polycystic kidney. Yes I have a huge amount of 
swelling and I am tall and pretty slim - no weight loss will help it. I am learning to dress a little 
differently... Nothing makes it go away but it can be minimized. Most people i see know I’ve 
recently had a 2nd transplant so I don’t get off center comments but I am still sensitive about my 
body. Chin up - it’s not the worse thing that could happen but please know I understand 
completely how you feel. Oh and did I mention I lost 90% of my hair thanks to prograf. This is not 
an easy road, but a worthwhile one. 

I encourage you, in the strongest sense possible to be a “crybaby.” Especially early on, report 
anything unusual to your Tx team, that IS what they are there for. You should think of calling them 
as speaking to a close friend. If there is an issue it will be easier to deal with now than when it is 
bigger. If not, they can set you at ease. DO NOT wait for your next appointment, make a call and 
keep them aware of any changes, no matter how insignificant you feel it is. Knowing is better than 
guessing. 

swollen legs 
 
b/p irregularities 
 
physician relations – paternalistic 
 
flank pain after transplant 
 
finding dentist  
 
post tx use manuka honey (anti-inflamm - even fights mrsa) 

I’m around 9 months post transplant and on tacrlomius and azathioprine. Since my transplant, my 
memory is absolutely shocking. I’ve never really had memory problems but it’s getting to the 
stage where if I don’t do something straight away, I’ll forget and it’s gone. I’m also experiencing 
some memory jumbles, like certain things I’m remembering in the wrong order and it’s very 
frustrating. My moods are also fluctuating a lot and it’s causing a lot of problems at home. Is it 
something I need to speak with my doctors about or is it something that’s quite common amongst 
transplant patients and will eventually correct itself? (I’m also very sorry if I do something wrong 
here, first time posting) 

Always tell your doctors - ask yourself what is the worst thing they can say?  Never be afraid. 
Since you are newly transplanted, sounds normal to me. Please come back here and share with 
us what your doctors have told you.  If you are taking the drug Prograf- one of the symptoms is 
short term memory loss.  I am sure in time you will find that you are remembering more. 
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Try and practice just focusing on things. Try meditation. 

If you are experiencing high glucose numbers or not sleeping well, these two factors can 
contribute to memory troubles 

I have had pretty noticeable cognitive loss and also increased anxiety since my 2nd transplant 
and my Drs. say it is the Tacrolimus.  There was some inprovment when the dosage was lowered 
but I am still pretty handicapped with my memory and over all cognitive function.  This just 
increases my anxiety cuz I used be pretty sharp!   I went to see a Nueropsych doctor and the test 
showed significant memory loss.  She said I would just have to learn to cope and gave me some 
life management tips. 

Thank you so much guys, you’ve made me feel less crazy. I’ve an appointment with my liver 
doctor on the 28th of this month and I’m going to speak with him about it. A lot of my family seem 
to brush it off and disregard just how aggravating it is for me. I’ve started keeping everything on a 
white board which is helping somewhat - though often than not, I find myself in the kitchen 
questioning what I went in for but little things like that don’t matter. Thanks again, it’s nice to find 
other people to talk to about this! 

Oh and I also went and still occasional see a psychiatrist and therapist. Was given something for 
my moods. Am very sensitive since transplant. 

Having a great support team is essential during this life changing experience. Meds can & do 
alter your moods (among other things) & memory.  

 
It’s vitally important to mention any & all concerns to your doctor &/or transplant coordinator. 
He/she can put your mind at ease, or at least tell you what you can or cannot expect. If you are 
not taking an antidepressant of some sort, you might ask your doctors about that. I wish mine 
would have given me something a lot sooner. 

 
My family & myself are so very thankful to be given a second chance, & we work through all the 
not so pleasant side effects of the transplant/meds.  

 
Congratulations on receiving a new organ & praying that your support team at home comes to 
understand a lot of what you are experiencing is out of your control. 
I am 3 yrs out of a kidney & liver transplant, & thank The Good Lord for every day for being 
blessed with this second chance at life. 

I had bad mood swings after my transplant. Mostly, I was really easily irritated. It didn’t take much 
to piss me off, good reason or not. When I realized it was causing issues with my wife, I talked to 
my transplant team about it. I ended up talking to a psychiatrist that was also part of the 
transplant team. I saw him a few times over a month or so. It did help, so it might be worth it. 
Good luck. 

I feel like a bear..haha. Are you on Neoral? I have some significant memory loss from it as well. 
 
Yea I am suffering from memory confusion and hair growth. Unfortunately the memory thing still 
exists but the hair will stop. Neoral and myfortic 
 
weight gain and hair growth from neoral 
 
I’m a transplant diabetic now” 
 
controlling sugars especiall w/pred 
some diabetic meds not covered by their insurances – frustrating 
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I take 7.5mg prednisone daily. I am no on anti-depressants due to various personal stress factors. 
I am not sleeping, have an almost constant headache. but if i dont take the anti-d then i feel like 
crying all the time and just generally unable to cope with even getting out of bed in the morning. it 
sux that we have side effects and take meds for those side effects that cause other side effects - 
vicious damn circle if you ask me!! but going off pred is, for obvious reasons, not an option. I am 
tired.... all the time. the more tired I am, the less I cope the less I sleep... I wish the universe 
would just stop testing me beyond breaking point! Good luck to you and I hope that you get a 
good nights rest tonight :) 
 
Diabetes - it’s a tradeoff when you get a transplant...these things come with the territory... 
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Appendix D. Common Immunosuppressant Drugs Used to Prevent  

Transplant Rejection  

Brand name Generic name Major side effects 
Prograf Tacrolimus hair loss, tremors, headache, 

diarrhea, nausea/vomiting, upset 
stomach, insomnia, parasthesias 
 

Neoral Cyclosporine hirsutism, hypertension, tremor, 
short term memory loss, 
nephrotoxicity, gingival hyperplasia 
 

Deltasone Prednisone mood swings, hirsutism, moon face, 
acne, edema, hyperglycemia 
 

Cellcept Mycophenalate infection, hypertension, peripheral 
edema, anxiety, tachycardia, 
headache, diarrhea, skin rashes 
 

Nulojix Belatacept headache, nausea, diarrhea 
 

Myfortic Mycophenolic Acid constipation, nausea/vomiting, 
diarrhea, headache, insomnia, 
weight gain, joint or muscle pain, 
dizziness, anxiety, peripheral edema 
 

Rapamune Sorolimus diarrhea, constipation, nausea, 
vomiting, stomach pain, joint pain, 
shaking, acne, skin rash, headache, 
insomnia. 

Note. Adapted from International Transplant Nurses Society (2016) patient educational 
materials. http://www.itns.org/uploads/ITNS_Transplant_Medications_English.pdf  
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