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Abstract
Living donor transplantation (LDT), despite its documented benefits, does not occur as
often as deceased donor transplants (DDT). Transplant social workers are an integral part
of the transplant interdisciplinary team and are well trained in conducting
psychoeducation. This action research study involved examining social work practice
challenges that transplant social workers experience that prohibit them from conducting
effective LDT education. The study was guided by family problem solving theory, social
cognitive theory and the Afrocentricity perspective to determine how transplant
candidates and families can best learn information to discuss and recruit potential living
donors. The research questions were about roles transplant social workers engaged in
related to living donor education for organ transplant candidates, challenges transplant
social workers faced that impeded providing living donor education, and whether
transplant social workers received any training on facilitating living donor education to
organ transplant candidates. Fourteen transplant social workers from across the United
States participated in this study, and data were collected via semi-structured interviews
using Zoom. The study led to four themes: living donor education, social work roles,
patient barriers, and ethical issues. Study findings concluded transplant social workers
face practice challenges that interfere with providing effective education to organ
transplant candidates involving (LDT). In addition, this study identified patient barriers
that affect their access to transplant surgery options. Findings can be used by social

workers for positive social change in working with transplant patients and families.
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Section 1: Foundation of the Study and Literature Review
Introduction

Benefits of living donor transplantation (LDT) have been widely established in
literature. LDT decreases mortality for those on the national organ waiting list and leads
to longer graft survival compared to deceased donor transplantation (DDT; Fisher, 2017).
Organ transplant candidates experience various barriers that impede opportunities to
obtain a living donor transplant. Lack of education involving LDT is one such barrier.
Education provided to organ transplant candidates and their families regarding LDT and
its benefits can increase opportunities for discussion and recruitment of potential donors.
Education involving living donation for organ transplant recipients is pivotal for
increasing the likelihood that patients will pursue this option (Waterman et al., 2016).
However, many transplant centers are unsure how to effectively provide LDT education
to organ transplant candidates.

Transplant social workers are considered an integral member of the organ
transplant multidisciplinary team consisting of nursing, physicians, surgeons, social
workers and nutritionists. According to the Centers for Medicare and Medicaid (CMS,
2008), transplant social work services include initial psychosocial assessments,
psychoeducation, psychosocial interventions, care planning, and discharge planning.
Historically, in healthcare, social workers were considered experts in terms of facilitating
psychoeducation; however, today social workers may find their roles overlap with other
disciplines (Dziegielewski & Holliman, 2020). This action research study was used to

explore social work practice challenges to providing comprehensive LDT education to



organ transplant candidates. Identifying obstacles in social work practice can create
opportunities for transplant social workers to advocate for and improve LDT
psychoeducation.

Section 1 includes an introduction, problem statement, purpose statement,
research questions, nature of the project, significance, theoretical framework, values and
ethics, review of professional and academic literature, and a summary. Section 2 includes
an introduction and information about the research design, methodology, data analysis,
ethical procedures, and a summary.

Problem Statement

In 2022, there are approximately 116,500 people in the United States (US)
waiting for an organ transplant (Organ Procurement and Transplantation Network, 2022).
According to the U.S. Department of Health Resources and Services Administration
(n.d.), an organ transplant is defined as the surgical transfer of one person’s organ to
another when experiencing end stage organ failure. Those waiting for a kidney represent
the largest group on the transplant waiting list (85%), followed by liver (10%), heart
(3%), lung (1%), and other organs (1%; Organ Procurement and Transplantation
Network, 2022). In 2019, due to the insufficient number of available organs,
approximately 17 individuals died each day waiting for an organ transplant (United
Network of Organ Sharing, 2022).

Organ transplantation is the life-saving treatment for someone in end stage organ
failure. Since the first organ transplant in 1954, advances in medicine have improved

graft and patient survival in the US (Wang et al., 2016). Rana and Godfrey (2019) said



the median lifetime survival rate among organ transplant recipients is 12.4 years,
compared with 5.4 years for organ transplant candidates on the waiting list.

Organs are transplanted from both deceased and living donors. Typically, a higher
number of DDTs occur and lead to lower survival rates. In 2021, there were 41,350 organ
transplants in the US; 34,800 (84%) were from deceased donors and 6,500 (16%) were
from living donors (Organ Procurement and Transplantation Network, 2022). Between
2004 and 2009, the 5-year graft survival rate for deceased donor kidney transplants was
72.4%, while rates for living donors was 84.6% (Wang et al., 2016). Survival outcomes
for LDTs are considerably higher compared to DDTs (Gruessner & Gruessner, 2018). In
addition, LDTs result in a better quality of life (Waterman et al., 2015). Though medical
outcomes have improved for both DDT and LDT in the US, these improvements have not
caused an increase in the number of LDTs (Gruessner & Gruessner, 2018).

The scarcity of available organs for transplant is a serious issue in the state of
New York (NY). So far in 2022, there are 8,600 organ transplant candidates on the
transplant waiting list in NY (Organ Procurement and Transplantation Network, 2022a).
Organ transplant candidates are those who have been evaluated, deemed medically and
psychosocially cleared for surgery, and are actively waiting on the organ transplant list.
In 2021, there were a total of 3167 organ transplants in NY; 2568 (81%) were DDTs, and
599 (19%) were LDTs (Organ Procurement and Transplantation Network, 2022a). So far
from January through April 2022, there were 1,111 organ transplants in New York, 952

(86%) deceased donors, and 159 (14%) living donors (Organ Procurement and
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Transplantation Network, 2022a). Therefore, despite the benefit of LDT, only 14% have

recently occurred in NY.

The national organ shortage and long wait times for available organs can be
resolved through an increase of LDT. During initial transplant evaluations, the transplant
team provides patients with information regarding differences between DDT and LDT
either during a group educational PowerPoint discussion or the individual medical
evaluation. Transplant centers provide formal comprehensive educational presentations to
organ transplant candidates during evaluations which involve whether the candidate is
suitable for transplant and excludes important information regarding LDT (Weng et al.,
2017). These discussions are typically brief in nature and do not include how to recruit
potential living donors or provide strategies to manage potential barriers. Lapoint-
Rudlow et al. (2015) said transplant programs typically spend 1 hour on educating organ
transplant candidates on the overall transplant process, including LDT, which occurs
during the initial transplant evaluation.

Psychoeducation is a typical social work practice skill in medical social work and
is incorporated into a biopsychosocial evaluation. According to Sher and Maldonado
(2019), transplant social workers are typically the first interdisciplinary team members to
interact with potential transplant candidates. The initial social work psychosocial
evaluation can potentially be used to identify patient strengths and possible risk factors
that could interfere with managing the complex organ transplant process. In addition,
providing psychoeducation during psychosocial evaluations can enhance organ transplant

candidates’ understanding and knowledge of the transplant process, including LDT.



Despite benefits of transplant social work services, social workers face many
challenges that impede effectiveness of their interventions. Ferguson et al. (2018) said
work-related challenges experienced by transplant social workers include difficulties
managing patient needs, dividing time between several transplant programs, and large
patient caseloads. In addition, transplant social workers may not be viewed by the
transplant team as the most appropriate team member to facilitate psychoeducation. This
study involves examining social work practice challenges that transplant social workers
experience that prohibit them from conducting effective LDT education. It is important to
understand if LDT conducted by transplant social workers can assist organ transplant
candidates in terms of working through psychosocial barriers to more effectively discuss
LDT and possibly recruit potential donors.

Purpose Statement and Research Questions

Receiving a LDT requires that organ transplant candidates and their families have
a thorough understanding of this transplant process. Organ transplant candidates face
many obstacles when obtaining LDTs, including recruiting potential living donors. These
obstacles include lack of sufficient education regarding LDT, difficulty beginning
discussions, unexpected out of pocket costs to donors, and extensive donor evaluations
(Fisher, 2017; Hunt et al., 2018). In addition, organ transplant candidates experience
worries and concerns regarding harming the health of living donors or feeling obligated
to donate. According to Waterman et al. (2016), education that addresses recipients’ fears
about transplantation, explains living donors’ experiences, and teaches patients how to

pursue living donation may increase their chances of receiving a LDT. Education for



LDT is most effective when information is extensive in nature, delivered via various
formats, and provided more than once (Waterman et al., 2016).

Transplant social workers are essential in terms of determining the wide spectrum
of social and emotional challenges that affect organ transplant surgery and survival (Sher
& Maldonado, 2019). In addition, social workers are skilled in terms of assessing
psychosocial vulnerability, health literacy, and interventions that guide and support
patients and families. In following the National Association of Social Workers (NASW)
ethical standard to promote the wellbeing of clients, transplant social workers have an
ethical obligation to ensure transplant candidates have a full comprehension of the solid
organ transplant process. Social workers should use clear and understandable language to
inform clients of the purpose of services, risks related to services, and limits to services
(NASW, 2021). This study can be instrumental in terms of addressing transplant social
work practices involving LDT education that are sufficient for transplant candidates to
build confidence and knowledge and successfully discuss LDT with families and friends.

The purpose of this qualitative action research study is to identify challenges that
transplant social workers experience related to delivering LDT education to organ
transplant candidates.

The following research questions were used in this research study to determine
the gap in social work practice:

RQ1: What roles do transplant social workers engage in related to LDT education

to organ transplant candidates?



RQ2: What challenges do transplant social workers see as organ transplant
candidate barriers to receiving LDT?

RQ3: What specific training have transplant social workers received related to the
educational process involving LDT to organ transplant candidates?

Key terms throughout this paper are as follows:

Deceased donor transplantation (DDT): Surgery that involves removing an organ
at the time of the donor’s death and transplanting it into a living person (United Network
of Organ Sharing, 2022).

Living donor transplantation (LDT): Surgery that involves transplanting a healthy
organ from one living person to another with end stage organ failure (United Network of
Organ Sharing, 2022).

Organ transplantation: Transfer of organs from a living or deceased donor to a
recipient which restores organ functioning in the body (World Health Organization
[WHOQO], 2008).

Organ transplant candidate: Someone registered on the organ transplant waiting
list (Organ Procurement and Transplantation Network, 2022b).

Psychoeducation: A psychotherapeutic intervention designed to educate patients
and caregivers on physical diseases and mental disorders to build their ability to cope
with illnesses (Bonsack, 2015).

Transplant evaluation: The process of undergoing medical and psychosocial
evaluations to determine if a candidate is medically emotionally suitable for transplant

surgery as well as long-term care involved (United Network of Organ Sharing, 2022).



Transplant waiting list: List of candidates who have been evaluated and are

registered for organ transplant surgery (WHO, 2008).
Nature of the Doctoral Project

This study was a qualitative action research study. Qualitative research involves
defining how one sees the world and their experiences in it (Merriam & Tisdell,

2016). Action research is defined as research with the purpose to facilitate social change
or improve practice (Merriam & Tisdell, 2016). This action research study involved
determining if transplant social workers provide LDT education to transplant candidates
that improves their ability to promote discussions regarding LDT and recruit potential
living donors. Results of this study can facilitate the development of formalized LDT
education interventions or programs to improve ease of discussions involving LDT. In
addition, social workers will be able to address other psychosocial barriers that may be
prohibiting LDT discussions such as cultural and ethnic issues or health literacy. In 2021,
of the 3058 organ transplants to African American recipients, only 8 percent were living
donor transplants (Organ Procurement and Transplantation Network, 2022a). These low
rates of LDT within the African American community can be attributed to cultural beliefs
and lack of adequate information about LDT (Davis et al., 2017).

Data was collected by conducting individual interviews using the Zoom platform
with14 abdominal transplant social workers from United States transplant centers.
Qualitative interviews provide the opportunity to develop a deeper understanding of
social issues. Interviews are used to explore perceptions, experiences, and opinions

involving specific topics (Gill et al., 2008). More specifically, semi-structured interviews
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were used and designed to allow for specific discussions and elaboration of thoughts and
responses. They are typically used in healthcare research where there is little known
about a social issue (Gill et al., 2008). Participant responses were audio-recorded and
transcribed verbatim.

Significance of the Study

Providing educational interventions increases opportunities for LDT among organ
transplant candidates (Kumar et al., 2016; Strigo et al., 2015; Weng et al., 2017). Patient
navigators have been found to be helpful in terms of assisting organ transplant candidates
develop a complete understanding of LDT, which can increase engagement of transplant
candidates and their donors (Nishio-Lucar et al., 2020). However, there is limited
research on transplant social work-facilitated education programs involving LDT. A
study conducted by Boulware et al. (2013) discussed the effectiveness of social work
interventions in producing higher rates of kidney transplant discussions.

Social workers have made significant contributions to healthcare. However, as
healthcare systems continue to face many challenges, it is crucial that the social work
profession clearly define their roles and advocate for continued involvement and
representation. While medical practitioners are capable to conduct informational and
educational seminars, transplant social workers have the additional capability of
determining on site if organ transplant candidates are facing psychosocial challenges that
present as possible barriers to considering LDT. According to Strigo et al. (2015), social
workers are skilled in terms of assisting patients with psychological challenges and

barriers that impede their ability to pursue LDT.
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Social work services in healthcare are focused on maximizing wellbeing and
medical outcomes for patients (McCoyd & Kerson, 2016). This study involved
addressing social work practice challenges involving organ transplantation that interfere
with providing psychoeducation. Addressing these challenges can increase future social
work participation involving living donor transplant education as well as opportunities to
assess organ transplant candidates’ abilities to discuss living donation, which can lead to
a significant increase in the number of LDTs that are performed. In addition, this could
demonstrate the importance of the social work role within the transplant interdisciplinary
team.

Theoretical/Conceptual Framework

This study involved assessing LDT education conducted by social workers to
increase transplant candidate’s knowledge and motivation to recruit potential donors. The
theoretical frameworks applied to this study were family problem solving theory and
social cognitive theory. Comprehensive education about LDT requires communicating
risks and benefits of transplant surgery to recipients and donors. This education should
involve various people in the organ transplant candidate’s support network. Family
problem solving theory was developed by Oliveri and Reiss in 1981. The family unit
system determines family members’ interpretations of events and interactions within the
environment (Oliveri & Reiss, 1981). Supportive and involved family members who are
educated regarding LDT can assist organ transplant candidates in terms of recruiting

potential donors. Information that is provided to transplant candidates’ family members
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and friends may facilitate discussions regarding LDT and reduce patients’ hesitancy to
discuss the topic with others (Hunt et al., 2018).

Saocial cognitive theory (SCT) was developed by Albert Bandura in 1986 and
posits learning occurs through social interaction and reinforcement of experiences, which
determines if someone engages in behavior changes (Bandura, 1986). The framework of
SCT assumes when detailed education is provided to organ transplant candidates on LDT
in a group or individual format this will build self-efficacy in starting LDT discussions
and potentially increase the opportunity for LDT. One’s goals, motivation and behavior
must be in concert with one’s beliefs, which includes cultural and ethnic obligations and
beliefs (Bandura, 1998). SCT aligns with this study’s problem statement, research
question, and purpose involving type of LDT educational interventions that are provided
by social workers that could facilitate discussion and recruitment of LDT.

Transplant candidates’ ethnic or cultural backgrounds are potential barriers to
receiving LDT. According to Sieverdes et al. (2017), cultural barriers that impede the
opportunity for LDT need to be addressed so all organ transplant candidates have an
opportunity to receive benefits of LDT. When developing culturally competent
educational interventions, it is critical to understand one’s culture in order to ensure
interventions are effective. To address these issues, the Afrocentricity perspective was
appropriate for this study. Afrocentricity was developed by Molei Kete Asante in the

1970s and posits the importance of understanding the African American culture when
communicating information (Asante, 2001). This theory provides the ability to view

this culture with a new perspective. In healthcare, developing an understanding of a
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culture can improve health outcomes. According to Eissa et al. (2021), incorporating
Afrocentric health promotion and counselling approaches have been successful in terms
of improving both influenza and COVID vaccinations among Black populations in
Canada. Educational interventions regarding LDT increase opportunities for organ
transplant candidates to undergo LDT. The family problem solving theory,
Afrocentricity, and social cognitive theory were used to support this study which involves
education for organ transplant candidates and their families as well as recruitment and
potential living donors.

Values and Ethics

The NASW Code of Ethics offers social workers ethical guidelines for practice.
In addition, the Code of Ethics outlines the profession’s core values which social workers
are obligated to uphold. One social work core value that aligns with this study is the core
principle of service. Social workers draw on their knowledge, values, and skills to help
people in need and address social problems (NASW, 2021).

This study involved addressing the need for educational interventions on LDT for
organ transplant candidates in order for them to obtain benefits of this surgery. According
to Hunt et al. (2018), LDT education provided to organ transplant candidates is
inadequate. In addition, transplant teams typically do not evaluate types of education t
provided to ensure each organ transplant candidate comprehends or has retained the
information. Transplant social workers can be guided by the profession’s core value of
service and use their knowledge and skills to develop and facilitate thorough LDT

educational interventions to address possible psychosocial barriers that impede LDT.
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Social workers respect the inherent dignity and worth of people, treating each
person in a respectful manner while being mindful of cultural and ethnic diversity while
they seek to enhance clients’ capacity and opportunity to change and address their own
needs (NASW, 2021). Transplant social workers can provide interventions, referrals, and
resources to those organ transplant candidates who are challenged with cultural
psychosocial or environmental issues that impede their ability to potentially receive LDT.
Axelrod et al. (2017) said psychosocial barriers such as socioeconomic status or ethnicity
can be underlying causes of inability to understand educational information delivered by
the transplant team.

Review of the Professional and Academic Literature

The need for effective and comprehensive living donor transplant education in
order to increase LDTs has been established in literature. While LDT can involve the
kidney, liver, pancreas, lung and intestine, when searching the majority of research
conducted on LDT has been related to kidney transplant surgery. In 2014, the American
Society of Transplantation convened healthcare providers, administrators, government
agencies, and transplant recipients together to discuss concerns and develop
recommendations for increasing LDT. Several barriers to organ transplant candidates
receiving appropriate education exist and are outlined in this literature review. Lapointe-
Rudlow et al. (2015) suggested kidney transplant interdisciplinary team members attend a
national training program to develop knowledge and competency to guide kidney

transplant candidates in order to recruit potential living donors.
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The ability to discuss LDT with family, friends, and community takes knowledge
and confidence, which then creates the ability to comfortably provide information and
answer questions. Social workers are practitioners in healthcare who typically provide
patients with education involving medical conditions. This literature review was
conducted to determine types of living donor education presently offered to organ
transplant candidates and barriers transplant social workers face when conducting LDT
education. | began searching literature during fall 2019 and have continually added and
updated the literature review. Databases used for literature were: Google Scholar,
ProQuest Central, ProQuest Health and Medical Collection, PubMed, MEDLINE,
SAGE Journals, Walden University Library and Adelphi University Library. .Key terms
used for the literature search were living donor transplantation, social work and living
donor transplant, living donor transplant education, barriers to living donor transplants,
transplant social work, benefits to social work practice in health care, social work
practice challenges in healthcare, barriers to living donor transplants.

Benefits of LDT

LDT has been determined to have potential benefits in comparison to DDT (Abu-
Gazala & Olthoff, 2018; Gruessner & Gruessner, 2018; Kim & Testa, 2016). Fisher
(2017) discussed benefits and success of liver LDT in comparison to those who received
a deceased donor organ. Living donation is a resolution to the organ shortage in addition
to benefits of decreased waiting time and mortality. Continued advocacy was necessary
to decrease social, financial, and emotional barriers that prevent transplant candidates

from obtaining a living donor (Fisher, 2017). Olthoff et al. (2015) compared 10-year
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survival outcomes of liver LDT and DDT and determined liver LDT resulted in
significant benefits in comparison to DDT, which included allowance of a lower MELD
(model for end stage liver disease) score at transplantation. The MELD score is a blood
test that determines how ill the liver is; a score of 30 or higher is necessary for DDT.
LDT can occur when a MELD score is 15 or higher. A decrease in waiting list deaths and
long-term graft survival were also noted as benefits to LDT as compared to DDT.
Benefits of LDT are noted in patients who are diagnosed with end-stage renal disease
(ESRD) and require dialysis. According to Garg (2018), kidney transplant surgery is the
best treatment option compared to hemodialysis, one of the treatment options for ESRD.
Of all the treatment options for ESRD, transplant surgery ensures the best chance for a
longer life. It is estimated kidney transplantation offers a 96% chance of 3-year survival
versus a 66% chance of a 3-year chance of survival after undergoing hemodialysis.
Barriersto LDT

Organ transplant candidates rely on the altruism of potential living donors in order
to obtain benefits of LDT. However, some organ transplant candidates do not
demonstrate the confidence, motivation, or initiative to actively recruit potential living
donors and often lose out on opportunities. The likelihood organ transplant candidates
will find a potential living donor can be increased by providing education to both organ
transplant candidates and their support network throughout the transplant evaluation
process (Hunt et al., 2018). In addition, electronic modes of providing information have
been determined to be effective; however, it is unclear if they are as effective as in-person

educational sessions. Getchell et al. (2017) surveyed Canadian kidney transplant
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candidates to understand causes and barriers to obtaining living donor kidney transplants.
Barriers for kidney transplant candidates were lack of education for patients and families
and lack of public awareness regarding living donor kidney transplantation. Development
of an educational toolkit with information on LDT for organ donors and recipients as well
as peer mentors to educate patients and families were possible solutions. Peer mentors
can offer education regarding LDT in addition to emotional support and guidance based
on their experience.
According to Sandal et al. (2019), typically research efforts have focused on the patient’s
barriers to receiving education on LDT. However, these authors discuss that are the
health care providers barriers to providing LDT. Some barriers include discomfort felt by
practitioners due to lack of training on LDT, lack of communication between healthcare
members, and lack of formalized guidelines. Organ transplant candidates rely on
guidance from their healthcare team for decisions regarding transplant surgery and living
donation. It is recommended healthcare providers receive formalized training in order to
provide lengthy and detailed discussions (Sandal et al., 2019).).
Ethical and Cultural Barriers

Organ transplant candidates face ethical and cultural barriers involving obtaining
LDT. From 1989 to 2020, 32% of all living donor transplants in the US (178,390) were
non-Whites (Organ Procurement and Transplantation Network, 2022). This disparity is
an important public health issue as minority groups represent 64% of all kidney
transplant candidates waiting for organs (Organ Procurement and Transplantation

Network, 2022). Minority groups may be challenged due to lower socioeconomic status,
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limited income, education, and healthcare access, which results in differences in health
outcomes (U.S. Government Information on Organ Donation and Transplantation,
n.d.). Lentine and Mandelbrot (2018) said racial disparities have been recognized as
causes for decreases in kidney LDT. This issue is a growing concern as not having access
increases mortality. These barriers can affect aspects of medical care including access to
specialists, acquiring a transplant, LDT education, referral to transplant institutes, and
acquiring potential living donors. Siervedes et al. (2015) evaluated African Americans
diagnosed with ESRD to determine potential barriers to living donor kidney
transplantation. Several barriers were identified such as knowledge and learning,
communication, financial burden, and effect on relationships as well as overall lack of
knowledge about LDT and lack of behavioral skills regarding how to approach others.
Findings recommended educational programs led by an African American living donor
transplant recipient which included discussions and practices explaining how to approach
others. Recommendations would increase the likelihood of African Americans receiving
a LDT. There are fewer LDT among Hispanics compared to non-Hispanics. Alhalel et al.
(2019) conducted a study within the Northwestern Medicine Hispanic Kidney Transplant
Program (HKTP), a program designed to provide culturally sensitive care to Hispanic
patients. This program has reduced the health care disparities in the Hispanic population
and increased LDT’s. The HKTP has been successful in terms of changing perspectives
and increasing education regarding LDT in the Hispanic population.

Health disparities can also be related to health literacy. Health literacy is a barrier to

healthcare access and receiving LDT. Grubbs et al. (2009) reported 78% of dialysis
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patients with inadequate health literacy were not referred for kidney transplant
evaluations. According to Taylor et al. (2019), low levels of health literacy decrease
organ transplant candidates’ opportunities to be selected for the organ transplant waiting
list, preemptive transplantation, and LDT. Limitations in health literacy can create beliefs
that transplants are not an option and limit patients’ abilities to engage with the healthcare
team, which can be psychologically stressful. Miller-Materao et al. (2016) said patients
are less likely to listed for transplant and removed from the transplant waiting list when
they display low levels of reading and math ability.
Educational Interventions

Lack of extensive knowledge on LDT creates cognitive and behavioral challenges
for organ transplant candidates which hinders skills needed to communicate information
to potential recipients. Extensive education on the LDT that provides enough information
for organ transplant candidates to confidently discuss the topic should be addressed,
along with effective communication techniques and assistance involving providing
sample phrases and discussion openers. There is a gap in the literature involving
communication skills and effective LDT. However, Traino et al. (2017) discussed a pilot
study to determine the effects of a behavioral communication intervention program called
Communicating about Choices in Transplantation (COACH). This program was designed
to improve organ transplant candidates’ communication about transplantation. The study
findings concluded an increase in knowledge about transplantation and decrease in
difficulties in communicating information on transplantation. Waterman et al. (2016)

reported the importance of evaluating an organ transplant candidate’s motivation for
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health behavior change when presenting education on LDT and suggested education
programs grounded in theory increase patients’ clarity in terms of personal values and
goals as well as their knowledge of behavior change which leads to an increased ability to
overcome barriers to health behavior changes.

Media has been widely used in LDT education. The initial transplant evaluation
conducted at hospital-based transplant clinics is typically between 3 and 5 hours where
the patient meets with each member of the interdisciplinary team: surgeon, physician,
transplant coordinator, RN and social worker. LDT education is typically discussed
briefly during this evaluation. Weng et al. (2017) evaluated if an intensive educational
intervention involving LDT during initial transplant evaluations increased organ
transplant candidates’ ability to pursue a living donor, and results demonstrated an
increase in LDT knowledge after 1 week. Kayler et al. (2020) studied the effectiveness of
an animated video education series on kidney living donation. A simple and autonomous
educational approach through the use of videos for patients, families, and potential
donors was effective in terms of increasing knowledge involving LDT, affirming the
importance of providing educational information to target all literacy levels and
encourage discussions and conversations about LDT.

Social media has also been used for LDT education and recruitment. Education delivered
at home and at the convenience of the organ transplant candidate can be more effective in
terms of learning. In addition, information can be viewed by families and other support
networks on their own time. Patzer et al. (2016) tested the efficacy of the use of a mobile

health application called the iChoose Kidney program developed to improve
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communication between health care providers and patients regarding transplantation.
Providing patient-centered education involving healthcare choices improves patients’
understanding and decision-making abilities, increases patient empowerment, and
improves knowledge and understanding of treatment choices. Social media has also been
a vehicle for organ transplant candidates to recruit potential living donors directly. Face-
to-face discussions involving interest in donating can be anxiety inducing even with
adequate education and support. Kumar et al. (2016) developed a media app that allowed
organ transplant candidates to create a Facebook post sharing their story regarding the
need for an organ transplant. Results were positive, demonstrating 13 of 54 participants
obtained a potential living donor through this app. Henderson et al. (2017) said despite
the benefits of social media for living donor recruitment, it can create challenges in
maintaining confidentiality of personal and identifying information as well as the
potential increase of cohesion in potential living donors coming forward.
Social Work and Transplant Education

It is suggested patients who receive educational interventions by medical
providers other than physician improves health related behavior change (Bayliss et al.,
2011). Patient navigators are used in some areas of medicine, such as oncology, to ease
the burden of navigating through the health care system and are typically registered
nurses or nurse practitioners. Basu et al. (2018) said using social workers as patient
navigators for LDT education would improve the number of potential living donors for
kidney organ transplant candidates. Patient navigator duties include LDT education,

appointment scheduling and reminders, financial aid, transportation, referrals to
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community resources, and serving as a liaison between patients and transplant centers
(Basu et al., 2018). Shanley (2008) stated social works are trained to assist patients with a
number of psychosocial and psychological challenges and are well equipped to educate
patients and families on LDT.
Social Work in Healthcare

The role of social work in health care has undergone changes as a result of a
multitude of variables. Browne (2019) reported changes in the roles of health social
workers have been dependent on federal, state, and local policy changes, trends in disease
treatments, changing roles of other healthcare providers and health care systems’ focus of
reducing costs and decreasing hospital stays. The author mentions interdisciplinary
collaboration is challenging as each health care professional has unique training,
education, and perspectives towards their service to patients. Health care social workers
are continually faced with the inequity of their voice in the health care team’s care
planning process, interdisciplinary professional roles may not be clear, and perspectives
and ethics may clash. In addition, other disciplines have taken over tasks that historically
have fallen under the rubric of social work. This book chapter mentions the importance of
medical social workers remembering patients do not present to emergency rooms for
social work services; they are seeking medical needs that have psychosocial components.
It is the social worker’s responsibility to be familiar with the biopsychosocial care model
and should develop an understanding of medical issues and terminology so that they are
knowledgeable when talking to patients and their families and can participate fully on

interdisciplinary healthcare teams. Steketee et al. (2017) conducted a systematic review
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of the literature to demonstrate the health and cost savings benefits of social work
interventions in health care. This was the first literature review of its kind. The authors
report social work specific contributions to health and cost containment outcomes are
unknown despite social work services of psycho-education, integrated health care, and
assisting with the social determinants of health (housing, employment). The findings
from this review of 16 studies indicated social work interventions displayed positive
effects on health outcomes and were less costly than care that did not include social work
services. The authors recommended the continuation of future research on this topic to
better understand the potential benefits of social work services for improving health and
health care delivery. Social workers who work specifically with organ transplant
candidates aid patients in optimizing themselves for transplant candidacy. West and
Winnike (2019) discussed the important role of transplant social workers in determining
the psychosocial risks of an organ transplant candidate that can complicate transplant
surgery. Assessments conducted by transplant social workers provides the
multidisciplinary transplant team with information that identifies patient strengths as well
as possible risk factors that can lead to negative health outcomes. Psychoeducation is
discussed and the benefits of providing workshops, videos, and handouts to improve
patients and families understanding of the complex transplant process. The authors
recommend transplant social workers conduct further research in this specialty area of
practice to demonstrate the effectiveness of social work practice interventions.

The changes in health care delivery and the lack of understanding of the value and roles

of health care social workers has created challenges in social work practice to patients
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and families. Dziegielewski (2020) discussed how hospital administrators have
drastically changed the structure of social work services over the past 20 years to include
an overlap of roles such as; nurses facilitating therapeutic support and psychoeducational
groups; social workers reassigned to service provision areas such as discharge planning
and social work supervisors replaced by nursing or other health care administrative
personnel. The author described this process as “splitting” and reports medical social
workers feel they are losing their identity; the strength that comes with having a solid
departmental structure and a voice to advocate when faced with large caseloads and
reassignment of work. It is recommended that health care social workers develop a strong
understanding of current health care delivery and utilize evidence-based practice
interventions with an emphasis on cost containment and outcome measures to assist the
individuals, groups, and families they serve. Stickney- Ferguson et al. (2018) conducted a
survey of 159 transplant social workers in hematopoietic cell transplantation programs to
understand social work structure, roles and staffing at transplant centers. The results
highlighted several practice challenges; prioritizing patient needs; dividing work times
across several transplant programs and large patient caseloads. In addition, one third of
survey participants reported that their clinical social work expertise was not used to its
fullest potential which effects patient psychosocial care and health outcomes.

The review of the literature establishes the lack of sufficient education provided to
organ transplant candidates which decreases an opportunity to receive LDT. More
importantly, however, the literature illustrates the gap in social work involvement in

facilitating LDT education to organ transplant candidates. Historically, social work has
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been known for effective psychoeducation in group practice. Psychoeducational groups
are empowering and provide members with new information and skills to improve
coping, overall quality of life and have been known to be an integral component of social
work practice (Gitterman & Knight, 2016). Health care social workers are facing
practice challenges brought about by current health care delivery (Dziegielewski, 2020)
This research study attempts to investigate the challenges faced by social workers that
inhibit the opportunity to provide living donor transplantation education to organ
transplant candidates.
Summary

LDT has been determined as the most optimal organ transplant surgery for long
graft survival and medical outcomes (Olthoff et al., 2015). Organ transplant candidates
can benefit by receiving LDT education to increase the possibility of receiving a LDT
(Waterman et al., 2016). Transplant social workers are trained to provide
psychoeducation and assess barriers that impede LDT (Boulware et al., 2011; Boulware
et al., 2013). This qualitative action research study involved identifying challenges
transplant social workers experience related to delivering LDT education to organ

transplant candidates.
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Section 2: Research Design and Data Collection
Introduction

In Section 1, benefits of LDT were discussed and lack of education that impedes
organ transplant candidates’ opportunities to obtain LDT. Social workers are skilled in
psychoeducation and typically assist patients with barriers to care. This action research
study involved exploring social work practice challenges to providing comprehensive
LDT education to organ transplant candidates. Section 2 includes the research design and
data collection methods used for this study, as well as the methodology, participants,
instrumentation, data analysis, and ethical procedures that were used. Section 2 concludes
with a summary.

Research Design

This study involved examining social work practice challenges that transplant
social workers experience that prohibit them from conducting effective LDT education to
organ transplant candidates. The study’s research questions are:

RQ1: What roles do transplant social workers engage in related to LDT education
to organ transplant candidates?

RQ2: What challenges do transplant social workers see as organ transplant
candidate barriers to receiving LDT?

RQ3: What specific training have transplant social workers received related to the
educational process involving LDT to organ transplant candidates?

Education on LDT to organ transplant candidates has been proven to increase

opportunities for LDTs. Previous studies on LDT education to organ transplant



26

candidates have typically been facilitated by transplant interdisciplinary team members as
educators. There is a gap in literature involving transplant social workers providing living
donor education to organ transplant candidates. Therefore, a qualitative action research
study design was used to explore LDT education that is presently provided by transplant
social workers to organ transplant candidates and practice challenges that might interfere
with conducting this education. In addition, barriers experienced by organ transplant
candidates involving receiving LDT education were also explored. This information can
be useful in terms of creating changes involving the ways LDT is provided to organ
transplant recipients and extend greater opportunities to receiving LDT.
Methodology

LDT surgery occurs among those diagnosed with kidney, pancreas, or liver end
stage organ failure. Data for this study were obtained via semi-structured interviews
using Zoom platform with 14 adult and pediatric abdominal transplant social workers
from US transplant centers between May 18 and July 28, 2021. Semi-structured interview
questions are the most predominately used type of data collection in social science
research studies (Bradford & Cullen, 2012). They allow the researcher to explore a
specific topic while allowing participants to respond based on their opinions and
perspectives (Choak, 2012).

Open-ended questions were used (see Appendix A) to obtain information
regarding transplant social workers’ roles in LDT education. | explored transplant social
work responsibilities, practice challenges, transplant candidates’ barriers to receiving

LDT education, and how LDT education is presently delivered to organ transplant
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candidates and by whom. Interviews were between 15 and 30 minutes and recorded for
data analysis. | asked participants for clarification when needed or to inquire further
about a response.
Participants

Participant recruitment began with contacting members of the Society for
Transplant Social Workers who are abdominal transplant social workers responsible for
evaluating adult or pediatric kidney, pancreas, or liver transplant recipient candidates.
This is a specialty social work practice field. According to the Society for Transplant
Social Workers (2022), transplant social workers provide comprehensive social work
services to patients and families through all phases of organ transplantation, which
includes referral for pretransplant evaluation, transplant surgery, and lifelong
posttransplant follow-up. In order to have participants who were knowledge on this
specific topic, homogeneous sampling, a type of purposive sampling, was the best
approach in order to obtain rich, extensive data. Purposive sampling involves
intentionally selecting participants who have been identified with characteristics that are
needed in the sample that best matches objectives of the study (Campbell et al., 2020).

Email invitations with informed consent form were sent to 196 society members.
Fourteen abdominal transplant social workers responded and consented to participate in
the study. Follow-up emails were sent arranging for and confirming individual Zoom
interviews.

The sample size in this study was sufficient to gather data needed for this study.

Mason (2010) said when conducting in-depth interviews, a sample size between eight to
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10 interviews is considered sufficient. Guest et al. (2006) said when gathering thematic
data from a homogenous sample group, a sample size of 12 is sufficient.
Instrumentation

Interviews was the qualitative instrument utilized in this study. Interviews are
designed to inspire the participant to discuss detailed information on the research topic
(Warren & Karner, 2005). Eleven open-ended interview questions were developed in
order to create robust discussions and obtain rich data from study participants. Open-
ended questions allow study participants to offer detailed responses involving their views
on the research topic (Bradburn et al., 2004). Four demographic questions were included
involving state license designation, length of social work experience, transplant social
work experience, and type of organ transplant program. Remaining questions were
focused on LDT education that was provided to organ transplant recipients by transplant
social workers or any other interdisciplinary team member. In addition, there were
questions involving challenges transplant social work experience when conducting LDT
education and participants’ perspectives regarding barriers organ transplant candidates
might experience that prohibit them from receiving LDT education.

Data Analysis

Semi-structured interviews in this study were recorded and transcribed. Inductive
analysis was used to analyze data. According to Hsieh and Shannon (2005), inductive
analysis involves deriving coded categories from data when there are no previous studies
on the issue to generate possible themes. To make myself familiar with data, printed

transcripts were reviewed, important data were highlighted, and emergent codes either
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involving single words or statements were determined and written on the printed
transcripts. Braun and Clarke (2006) said data should be reviewed at least once before
beginning the coding process to become familiar with data and format ideas and identify
patterns within data.

Next, a computerized Word document with all transcripts was reviewed again. Important
data were highlighted, and either the same or different codes were named. In a qualitative
study, a code is a word or statement that captures the meaning of data (Saldonia, 2016).
Next, a data collection template in the form of an Excel spreadsheet was created in order
to organize and sort responses for both qualitative and demographic questions. Codes
were reviewed again, and new codes were created when appropriate. Coding is designed
to find repetitive patterns and requires more than one review of the data (Saldafia, 2016).

Codes were reviewed a third time and further synthesized to develop categories.
From there, key categories were reviewed and final themes developed. A theme
summarizes the data and captures the underlying meaning (Scharp & Sanders, 2019).
This form of thematic analysis involves determining if data answers research questions in
a meaningful way (Braun & Clarke, 2006).

Rigor is an important component of qualitative research. According to Stringer
(2014), the purpose of rigor in action research is to ensure research is trustworthy and
free from researcher bias, and outcomes are a result of data analysis, not perspectives of
the researcher. The recorded transcripts and rich data that was obtained reflects the
thorough discussion by the participation and demonstrates the credibility of this study.

Prolonged engagement is a form of credibility in action research and allows the
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participant opportunities to discuss their full experience with the problem that is being
investigated (Stringer, 2014).

The transparency of the research process can demonstrate trustworthiness of a
research study. According to Stringer (2014), dependability ensures all processes of the
research study have been followed. The order of this study was as follows; collecting the
data through the semi-structured interviews; review of the data for understanding and
clarity of data; coding the data at least three times, categorizing the data for similarities
and finalizing the data analysis by identifying themes. All of this data analysis can be
easily followed. In addition, all detailed transcripts of the recordings are accessible and
are evidence the study occurred.

Ethical Procedures

The Walden University IRB approved this study (approval number (05-05-21-
06071). In order to protect the participants from any risk or harm, an invitation with the
informed consent was sent to the participants for full disclosure. Researchers are required
to take necessary steps to ensure the participants do not experience any harm as a result
of their participation in the research study (Stringer, 2014). After informed consent was
reviewed if the participant was interested, they responded to the email with “I consent.”
The confidentiality and anonymity of the participant was reinforced at the beginning of
the zoom interview. Participants were not asked any identifying questions during the
interview. In addition, participants were notified and consent was given for the recording
of the zoom interview. According to Archibald et al. (2019) a key of feature of utilizing

Zoom to collect research data is its ability to securely record and store sessions.
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All participants were given a numerical identifier and all identifying information
of participant name and email was kept on a password protected lap top computer. The
written transcripts of the zoom interviews do not contain any identifying information of
the participant and is stored in a locked cabinet to ensure privacy of information. The
researcher is the only individual who has access to any data. Computer data files will be
deleted and paper transcripts shredded after 5 years.

Summary

Semi-structured interviews via Zoom were the method of data collection for this
study to explore social work practice challenges involving providing comprehensive LDT
education to organ transplant candidates. The study was approved by the Walden
University IRB. Purposive sampling was used to recruit participants who were organ
transplant social workers. All ethical research guidelines were followed to protect
confidentiality of study participants. Data analysis was conducted using content analysis.

Rigor of the study was established by using credibility and dependability.
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Section 3: Presentation of the Findings
Introduction

The ability to receive a LDT requires that organ transplant candidates and their
families obtain a thorough understanding of this process. Organ transplant candidates
face many obstacles involving obtaining LDTs which include lack of knowledge of
surgery processes, financial issues, and recruiting potential living donors. The purpose of
this study is to identify challenges that transplant social workers experience
delivering LDT education to organ transplant candidates. Identifying obstacles in social
work practice can create opportunities for transplant social workers to advocate for and
improve LDT psychoeducation in addition to providing interventions that assist organ
transplant candidates with psychosocial barriers that impede opportunities to obtain LDT.
The following research questions were explored in this research study to determine the
gap in social work practice.

RQ1: What roles do transplant social workers engage in related to LDT education
to organ transplant candidates?

RQ2: What challenges do transplant social workers see as organ transplant
candidate barriers to receiving LDT?

RQ3: What specific training have transplant social workers received related to the

educational process involving LDT to organ transplant candidates?
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Section 3 includes data analysis techniques and study findings arranged by theme as well
as findings that were unexpected.
Data Analysis Techniques

Data were collected between May 18 and July 28, 2021 during individual Zoom
semi-structured interviews. Interviews were between 15 and 30 minutes. Fourteen
master’s level social workers participated in this study, of whom 13 held the highest
designation in their state, LCSW (Licensed Clinical Social Worker or equivalent), and
one was a LMSW (Licensed Masters Social Worker). Six participants had between 1 and
10 years of experience, two had between 11 and 20 years of experience, and six had over
21 years of social work practice experience.

Recruitment began after the study was approved by the Walden University IRB.
Social workers were recruited from the Society for Transplant Social Work. They
received invitation emails to join the study along with informed consent forms. Interested
participants responded to the invitation email with the words “I consent.” Followup
emails were sent to arrange for days and times of Zoom interviews.

Interviews were recorded and verbatim data from written transcripts were
obtained. Content analysis was used for the study with the purpose of developing codes
and categories and identifying repetition of similar themes throughout data. Content
analysis is an approach to identify patterns or trends through use of codes and categories
to explore large amounts of textual information (Gbrich, 2007). Once codes and

categories were developed, several major themes were identified. Themes in a research
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study are significant concepts that link substantial portions of data together (DeSantis &
Ugarriza, 2000).

Validation of data occurred during data collection and analysis. This is
demonstrated through an audit trail, prolonged engagement, reflexivity, and
transferability. | used an audit trail that included video and audio recorded data, printed
transcripts, and an Excel data analysis template where codes were created and categories
were developed and gathered in order to identify themes. According to Given (2012), an
audit trail is a transparent description of the research process, data collection, and steps
involved that demonstrate how concepts and themes emerge from data.

Interviews were 15 to 30 minutes in length and began with a detailed background
of my interest in the topic, followed by the interview questions. | also included follow-up
questions to clarify responses or encourage participants to discuss their responses further.
Prolonged engagement is defined as allowing sufficient engagement with participants to
obtain ample time to build trust and gather rich data as well as test for misinformation
(Tracy, 2010).

Validation

Researcher bias is one reason for addressing validity of research studies.
Mauthner and Doucet (2003) said it is important to be self-aware during the process of
collecting and analyzing data as well as interpreting research data in order to avoid
potential bias. Reflexivity was incorporated in this study in order to prevent biases that

may occur when analyzing data. According to Gilgun (2008), reflexivity involves
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recognizing the effect the research topic has on the researcher as well as possible
influences on the research topic.

As a social worker who works with organ transplant candidates, it was important
that | was aware of any potential biases or judgements regarding participant responses.
Reflexivity was helpful in terms of understanding participants’ responses. One participant
reported she was not able to pass the licensing exam but had worked as an organ
transplant social worker for several years. | remained focused on her responses as they
related to the research questions and purpose of the study and did not take her lack of
license into consideration. Whether the participant was licensed or not was not relevant
for the purpose of this study. In addition, how participants conducted social work practice
was not relevant to this study. | transcribed verbatim responses and was consciously
aware of not adding my opinions or judgements during interviews. Reflexivity involves
researchers’ conscious and deliberate efforts to be aware of their own reactions to
responses from participants. It helps in terms of identifying personal biases that could
affect findings of the study (Mason, 1996).

Findings of this study are not transferable to other contexts or situations.
Purposeful sampling was used in this study to obtain data from participants with specific
knowledge regarding the subject matter, and findings were unable to be generalized.
Purposeful sampling involves identifying and selecting individuals who are especially
knowledgeable about a specific phenomenon of interest (Creswell & Plano-Clark, 2011).
Study findings are not applicable to all social work practice. However, findings involving

health disparities may be applicable to social work practice in healthcare.
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Limitations or Problems

The original sample for the study was organ transplant social workers in the state
of NY. Recruitment sample size was not sufficient, and therefore it was decided to open
up recruitment to all organ transplant social workers in the US. This change was
approved by the Walden University IRB. A limitation of the study is the data reflects
only a small number of organ transplant social workers who are working with abdominal
organ transplant candidates in the US.

Findings

Fourteen abdominal organ transplant social workers working at transplant centers
across the US participated in this study. Eight were from the East Coast; five of those
were from New York, one was from the West Coast, two from the Mid-West; one from
the South-Central Region and two from the Mountain States. Each of the social workers
had experience in organ transplant social work ranging from 6 months to 25 years with
the average amount of experience ranging between 2-10 years. Ten of the social workers
work primarily with adults and four work with pediatrics.

Transplant centers are diverse in the number of surgeries they perform and how
they structure their clinics. This will determine the population the organ transplant social
worker is responsible for. In some clinics social workers will work with one organ or
with two or more. In this study four of the participants work with adult liver candidates;
two with adult kidney candidates; one works with both adult liver and kidney candidates;
three with both adult kidney and pancreas candidates; two with both adult and pediatric

kidney candidates and two with pediatric kidney and liver candidates.
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The interviews obtained comprehensive data relevant to the research questions
and after extensive analysis 4 themes and 28 subthemes emerged. The themes were living
donor education, social work role, patient barriers and ethical issues.

Theme 1: Living Donor Education

Psychoeducation is an important social work practice role with working with
organ transplant candidates. An important finding from this study was thirteen of the
fourteen participants reported they provide some education on LDT. The education is
typically informal in nature, providing general information regarding risks and benefits of
surgery, insurance coverage, and confidentiality. Some social workers provide
recruitment information such as how to begin a conversation and how to find a donor,
while others refer the patient to their specific living donor program to learn more
information. Most of the education given is verbal, however, some provide written
information. One participant relies on other transplant team members to provide
education while another who works with pediatric candidates reports she is not allowed
to provide education on recruitment. Typically, with pediatric transplant candidates the
child’s parents consider being a donor. The transplant team believes there is a fine line
with pushing living transplant surgery and being supportive. Finally, the findings
revealed there was one social worker who does not provide any type of discussion or
education on LDT.

Another finding from the study is other health care providers discuss LDT. The
majority of the participants reported the transplant coordinator (nurse) provides education

and some participants reported the physician and surgeon will discuss the benefits of
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living donor surgery and will inquire if the patient might have a potential donor. One
program has a formal LDT workshop which is facilitated by the transplant coordinator
while another reported that the living donor program conducts the education to the organ
transplant candidate. One participant reported their program needed to improve their
education process while two participants remarked that LDT is a huge focus for their
program and feel confident with their LDT education. A few of the participants discussed
how patients are not interested in having a discussion on LDT. They commented patients
who are not interested in LDT and do not want their family member, especially adult
children, donating prefer not to receive the information.
Theme 2: Social Work Role

The time frame of when the transplant social worker educates the transplant
candidate might determine how much time is allocated for LDT education or how
thorough the education is. The study’s findings uncovered the majority of the social
workers provide LDT education during the initial pre-transplant psychosocial evaluation.
At an initial transplant evaluation, the patient meets with several providers on the
transplant team which consists of social work, transplant coordinator (nursing),
physician, surgeon, nutritionist and finance team, all who determine the eligibility of the
patient. There were two participants who reported they might discuss LDT during a
followup phone call or clinic visit. There was one participant in the study who reported
she facilitates a formal educational workshop designed specifically on LDT education in

addition to the education she provides during the initial psychosocial evaluation.
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Uniquely, one transplant clinic has a social work navigator whose role is to provide in-
depth LDT education and assists organ recipient candidates on recruiting potential
donors. This role is separate from the social worker who conducts the initial evaluation.

In order to provide education on LDT organ transplant social workers should have
sufficient knowledge on living donor transplantation. Six out of the fourteen participants
stated they do not feel adequately trained to provide LDT education. Some learn from
practice experience, attending workshops, listening to the medical providers or discussing
with social work colleagues. The rest of the participants (eight) feel that they are
adequality trained to provide LDT education, however this did not indicate they received
formal training. Many still pursued the knowledge on their own, however felt they have
enough information to provide adequate education.

Caseloads can vary for social workers in transplant centers and large caseloads are
not uncommon. The study revealed eight out of the fourteen social work participants
report their caseload impacts their ability to provide thorough LDT and report they do not
have as much time as they would like to spend on LDT education. One social worker
reported when time is an issue in completing the psychosocial evaluation, she will
eliminate the LDT education. The remaining six participants reported their caseload does
not impact their ability to provide LDT education.

The role of the social worker is viewed differently in many transplant clinics. One
participant revealed that transplant social work is the most appreciated form of social
work. While another reports that social work is in a unique role to educate patients and

she advocates for herself and her colleagues to provide LDT education while another
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reported social workers are a vital member of the transplant team and are not fully
recognized for the roles they play.
Theme 3: Patient Barriers

The lack of LDT education received by organ transplant candidates can be due to
the challenges faced by the candidate. This study has revealed several potential barriers
that prohibit transplant candidates from receiving or obtaining LDT education.
Immigration Issues

The results of this study report immigration issues are a huge barrier to receiving
LDT education and, in addition, will affect their opportunity for organ transplant
candidacy. The participants state undocumented citizenship status or temporary status in
the US as common immigration issues. Undocumented patients lack the health insurance
coverage needed to cover the costs of transplant surgery. According to Shen et al. (2018)
Emergency Medicaid is awarded to those who need medical treatment for life threatening
conditions like renal replacement therapy. Although some states provide funding for
kidney transplantation for this population, presently there are no federal mandates to
subsidize kidney transplantation. Most undocumented immigrants rely on either
charitable donations or private insurance to cover the costs of transplant surgery making
it unfeasible for the vast majority of these patients (Grubbs, 2014).
Lack of Understanding

Research suggests patients often misunderstand health information provided to
them by their health care providers which leads to decisions that critically effect medical

outcomes (Kreps, 2018). It is common to believe health literacy is determined by one’s
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intellect. However, according to Amann et al. (2015) health literacy is influenced by
physical, cognitive, emotional and situational factors. The results of this study determined
language, cognition, literacy and cultural issues are barriers to a patient receiving
information on LDT. One participant specifically reported organ transplant candidates
sometimes appear overwhelmed by the information received surrounding their medical
condition and expressed concern if the information on LDT education is understood by
them. Kreps (2018) reports many patients believe they are comprehending the health
information provided to them when in actuality they are not fully understanding
important information. Medical compliance was another factor discussed in this study
which is a result of lack of understanding. The research suggests adherence to medical
treatment is driven by many factors including a patient’s lack of understanding of their
disease and recommended treatment (DiMatteo et al., 2012).
Technology Barriers

Technology was determined to be another barrier to LDT education in this study.
Social media is a platform for organ transplant candidates to recruit potential living
donors. Media sources have been found to motivate potential living donors through
emotionally powered narratives (Novogrdsky et al., 2019). The study participants
reported some transplant candidates lack the ability to navigate technology or social
media or they lack access to internet services.
Patient Lack of Interest or Comfort

Living donor transplantation requires the transplant recipient to allow someone to

donate for them. Transplant candidates may feel ambivalent or conflicted regarding a
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living donor. The study findings reported some transplant candidates’ discomfort with
allowing someone to donate on their behalf especially if it is a family member. Some
organ candidates believe it is inappropriate to ask someone to donate and refuse to hear
the information at all. One participant remarked on how discussions of living donation to
family and their social network is an uncomfortable conversation for the candidate; they
are unsure how to begin and often experience feelings of guilt if they discuss it. Hanson
et al. (2015) discussed a candidate’s hesitation to recruit a donor which may include fear
of putting the potential donor’s health at risk, the donor feeling obligated or pressured
and feelings of rejection if no one comes forward.
Program Issues

The results of this research study reported transplant programs might impose their
own biases to providing LDT education to transplant candidates. One study participant
discussed their transplant program’s focus on the reputation of their program and therefor
might not offer that surgery option to a candidate. Another participant who works with
the pediatric population remarked cadaver organs may be a faster option for pediatric
transplant candidates than living donors and therefore decide not to discuss LDT with the
family.
Psychosocial Issues

This study determined socioeconomic factors can be a potential barrier to LDT
education and surgery. In living donor transplantation, the recipient’s insurance is
responsible for payment of the donor’s surgery and travel expenses. One participant

reported transplant candidates might not have sufficient insurance or finances to cover all
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expenses. Another participant reported transplant candidates might not meet the criteria
for financial assistance provided by community resources. In pediatric transplant
recipients, a family member is typically the living donor. One participant remarked on
how stress can be a barrier in the family of pediatric transplant recipients. If one family
member is a donor and is recovering this puts additional burden both emotionally and
financially on the other parent or caregiver.

Health Disparities

The literature suggests ethnic minorities have less access to transplant surgery, are
less likely to be approved for transplantation, and experience a higher rate of graft failure
(Malek et al., 2011). Purnell et al. (2018) said the number of living donor kidney
transplant patients for Whites increased from 7.0% in 1995 to 11.4% in 2014, decreased
from 3.4% to 2.9% among Black patients, decreased from 6.8% to 5.9% among Hispanic
patients, and increased from 5.1% to 5.6% among Asian patients.

One transplant program is beginning a new health initiative to address health
disparities in LDT. The program will target the African American population to increase
education for both deceased and living donor transplants. At the time of data collection
for this study this initiative was in its early stages of planning and therefore the
information on the program was limited.

Theme 4: Ethical Issues

In organ transplantation ethical issues can arise for transplant social workers. The

results of this study found some areas where ethical issues arose within the social

worker’s scope of practice. One participant reported in her program there is a fine line
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was reported that living donor transplant is discussed as an option and then if the family
shows an interest further discussions and education will continue. According to the
NASW (2021), social workers must respect and promote the right of clients to self-
determination and assist clients in their efforts to identify and clarify their goals. Another
participant reported the ethical issues she encounters in allowing transplant candidates
who report a history of high-risk behaviors to recruit family members for LDT.
Specifically, the participant discussed the common medical diagnosis for end stage organ
failure of alcohol cirrhosis. She reports the ethical issue is when there is demonstrated
family dysfunction and a family member is interested in donating. The participant
reported it can be unclear at times if the candidate and family member understand the
complexities surrounding living donor transplant surgery. The concern is if the transplant
candidate is coercing the family member to donate or if there is alcohol misuse/abuse
behavior in family members as well. Social workers have an ethical principle of integrity
which is to act honestly and responsibly and promote ethical practices on the part of the
organizations with which they are affiliated (NASW, 2021).
Unexpected Findings

The discussion by the study participant who reports she does not discuss LDT to
high-risk transplant candidates and their dysfunctional family members was an
unexpected finding of this study. In this transplant program these transplant candidates
are more likely to be considered for deceased donor transplants due to the dysfunctional

family dynamics which might make family members inappropriate candidates for LDT.
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The participant remarked on how she has reflected on this belief and questions if it could
be her own possible bias. She reports this is the first time she has openly discussed this
issue. This specific transplant program relies on a separate living donor program to
discuss LDT to transplant candidates, evaluates the donor and determines the final
decision for LDT. The NASW Code of Ethics states social workers should be alert to and
avoid conflicts of interest that interfere with the exercise of professional discretion and
impartial judgment (NASW, 2021).
Summary

Themes that emerged from the findings were living donor education, social work
role, patient barriers, and ethical issues. Data included type of LDT education that was
provided by transplant social workers, roles of social workers, and training. In addition,
data involved potential challenges candidates face and ethical issues that arise for
transplant social workers when working with this population.

Transition

The purpose of this study is to identify challenges that transplant social workers
experience delivering LDT education to organ transplant candidates. Section 4 includes a
summary of study findings and ethical considerations as they relate to this study. This
section also includes recommendations for social work practice as they relate to the
population in this study as well as recommendations for social work practice on a broader
scale. Limitations and recommendations for future research are discussed as well as
implications for social change. Finally, Section 4 concludes with an overall summary of

the study.
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Section 4: Application to Professional Practice and Implications for Social Change
Introduction

A diagnosis of end stage organ failure is life-threatening. Organ transplant surgery
can extend life, and LDT has been determined to be the best option for graft survival and
mortality. The purpose of this study is to identify challenges that transplant social
workers experience delivering LDT education to organ transplant candidates. Identifying
obstacles in social work practice can create opportunities for transplant social workers to
advocate for and improve LDT psychoeducation. This study includes literature that
demonstrates the lack of thorough LDT education organ transplant candidates receive due
to a combination of provider and patient barriers. According to Weng et al. (2013),
improved education involving LDT surgery may increase organ candidates’ knowledge
of LDT and improve comfort levels when discussing LDT with others.
Findings and Knowledge in the Discipline

Transplant social work is a specialty social work practice that has its own
membership society and certification, which makes the findings of this study not
generalizable to social work practice. The study concluded transplant social workers
provide some education on LDT to organ transplant candidates but typically as part of the
overall initial transplant psychosocial evaluation. This type of education is basic in nature
and covers surgery, recovery, and suggestions regarding how to begin the conversation
and recruit a living donor. This is eliminated if the social worker finds there is not
sufficient time to complete the psychosocial evaluation. All members of the transplant

team typically inquire if patients have potential living donors and provide general
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education involving LDT. Transplant programs have separate living donor programs
which involve medical teams for donors and evaluating and approving them for
clearance. This is to ensure there is no coercion from the recipient and the living donor is
exercising free will. Living donor programs provide more extensive education regarding
LDT to potential living donors, and some of these programs provide education to
recipient candidates as well. Transplant programs are guided by the direction and
philosophy of medical and surgical directors. Social workers whose programs placed
more focus on LDT offered specific workshops on LDT or supported a specific navigator
role whose sole responsibility is to provide LDT education to transplant candidates.

As the literature suggests, lack of knowledge involving LDT by healthcare
providers is a barrier to organ transplant candidates’ understanding and receiving this
surgery option. Garg (2018) said some medical providers may misunderstand or have a
lack of knowledge of LDT. Six of the fourteen study participants reported they did not
feel adequately trained regarding LDT. Education was gained by practice experience or
due to the initiative of social workers who were proactive in terms of gaining education
on their own. Caseload was a factor which also interfered with opportunities to provide
LDT education according to eight of the fourteen study participants. Merighi et al. (2009)
said transplant social workers work at a faster pace and have a higher volume of work
compared to other medical professionals.

Organ transplant candidates face various barriers involving receiving LDT
education or opportunities to receive LDT. Immigration issues are a barrier to medical

care and specifically for receiving transplant surgery. Patients who are uninsured and
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undocumented immigrants who are unable to pay for transplant surgery are routinely
excluded from transplant lists (Laurentine & Bramstedt, 2010). Health literacy, language,
and cognitive issues are also barriers to transplant candidates receiving LDT education.
Lack of understanding of medical information and poor management of chronic diseases
is a result of inadequate health literacy (Edwards et al., 2012).

Many patients prefer not to discuss LDT since they feel to ask someone to donate
is inappropriate or they feel uncomfortable bringing up the subject. Initiating effective
communications regarding living donation has been cited as a major challenge by
potential donors and recipients (Weng et al., 2017). In addition, lack of access to internet
services or lack of understanding of how to manage social media platforms are barriers to
LDT since many transplant candidates use social media to narrate their story.
Technology is often used when developing educational material on LDT, and in addition,
has become an important tool for transplant candidates and recruitment for living donors.
Waterman et al. (2016) said web-based educational interventions have been successful in
terms of increasing awareness of LDT.

Recognition of diversity as a barrier to LDT education was an important outcome
of this study. Health disparities in medical care are well documented in literature and
were found to occur among those who receive transplant surgery. Purnell et al. (2017)
said racial and ethnic disparities are a result of insufficient knowledge of organ transplant
surgery and how to pursue potential living donors.

Despite findings that study participants report time-consuming workloads or lack

of training involving LDT, many participants said social work is the appropriate
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discipline to provide LDT education to transplant candidates. They said social workers
are trained to understand patients’ perspectives, skilled in terms of engaging and
approaching patients, assisting them with their challenges, and effectively informing
them about LDT.
Application to Professional Ethics in Social Work Practice

Social work practice is guided by standards of professional ethics developed by
the NASW. Three ethical principles or standards that relate to this social practice problem
are commitment to clients, self -determination, and cultural competence and ethical
standards of social justice.
Commitment to Client

When working with clients, social workers have an ethical responsibility to
promote their wellbeing (NASW, 2021). In this study, participants stated they have an
ethical responsibility to ensure all transplant candidates are educated regarding all
surgery options. Participants also discussed systemic, practitioner, and patient challenges
that deter them from meeting needs of patients regarding education on LDT. These
barriers that prevent patients from receiving LDT education represents an ethical conflict
and disservice to patients.
Self-Determination

It is in every person’s right to make decisions that are best suited for themselves,
unless those decisions harm the life of that person. In social work practice, the right to
self-determination is a fundamental principle of the NASW Code of Ethics. It ensures

social work practitioners respect self-determination of patients and assist clients in terms
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of clarifying their values and goals (NASW, 2021). In healthcare, these ethical

boundaries may not be clear when it comes to recommendations involving preferred
medical treatment. Participants in this study demonstrated their ethical responsibility to
patients when highlighting boundaries and difference in terms of supporting and
influencing patients to choose LDT surgery. It is recommended transplant candidates
select a point person in their support network who can advocate for them when recruiting
a living donor.

The study participants also discussed working with organ candidates who find it
inappropriate to ask someone to become a living donor. The participants reported they
will respect the decision of the patient. However, patient choice is not always the first
consideration for the medical providers on the transplant team. Many times, health care
practitioners might influence the patient to choose a treatment option. When discussing
medical care, Kelly (2020) recommends practitioners should assess the patient’s values
and goals. The author argues the goal is not to change or manipulate these values but to
include these values while providing the best medical care possible.

Cultural Competence

The ethical principal of cultural competence has several components to guide
social workers; the understanding of culture and its effect on human functioning;
developing knowledge that guides practice of various cultures; an awareness of one’s
own bias; developing an understanding of social diversity and oppression and to be aware
of the difference; to access electronic technology and to assist clients with those barriers

(NASW, 2021).
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Many study participants identified patient barriers of health literacy, language,
culture and access to technology.as barriers to LDT education which has created inequity
in transplant surgery
Social Justice

The final ethical principle that is relevant to this study is social justice. According
to the NASW ethical principle social workers should challenge social injustice and
pursue social change to ensure all people have access to information, services, resources
and equal opportunity (NASW, 2021). The barriers to receiving LDT were discussed by
all study participant, however, only one transplant program is addressing the health
disparities.

The organ transplant area of medicine is a collaborative where all members of the
transplant team provide input on a patient’s candidacy. Transplant social workers can
advocate for transplant programs to improve transplant evaluations and surgery for
minority and oppressed populations. Rosenblatt et al. (2021) reported the American
Association for the Study of Liver Diseases recommends organ transplant associations,
health systems and the transplant community must come together and build programs to
address social determinants of health and health disparities in organ transplantation.

Recommendations for Social Work Practice
Action Steps

This was the first study conducted to evaluate how transplant social workers

provide LDT education to organ transplant candidates and the barriers they face in

providing this education. After evaluating the results of this study, an action step that
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could be considered by transplant social workers is to formulate a culturally competent
workshop/presentation on LDT education to be delivered separately from the initial
psychosocial evaluation. It was mentioned by the study participants. social workers are
the appropriate interdisciplinary team member to conduct LDT education. According to
Gehlert and Brown (2019) social workers in health care consider the patient’s and
family’s literacy, language barriers and visual or hearing impairments when providing
education on diseases. Some study participants believed including a nurse in an
educational workshop would be beneficial to address any medical questions that may
arise. A workshop can not only provide the LDT education but hopefully a space to invite
patients/families to discuss challenges and barriers to living donor transplant surgery.

A second recommendation or action step for transplant social workers is to be
reflective on how our own implicit bias can interfere in the recommendation for a
patient’s transplant candidacy. FitzGerald and Hurst (2017) said the literature has
supportive evidence of implicit biases among health care worker and its negative effects
on patient care. Zestcott et al. (2016) said implicit bias in healthcare providers is one
possible cause of health disparities in stigmatized groups. Social work practitioners may
not have complete understanding of implicit bias and therefore is an opportunity for
educational training on implicit bias for transplant social work colleagues and other team
members.

As a transplant social worker working with liver transplant candidates, on a
practice level | plan to discuss the study findings with my transplant team in hopes of

developing and facilitating a more formal LDT education workshop that includes
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culturally competent interventions. Suggested culturally targeted interventions include
addressing the fear of surgery, health and language literacy, financial concerns,
communicating with and trusting health care providers and addressing the concerns
regarding the living donor’s well-being (Purnell et al., 2018; Gordon et al., 2018). In
addition, I plan on developing educational workshops on LDT for presentation to
transplant social workers to enhance their knowledge on LDT. On a broader scale | have
an interest in increasing awareness on implicit bias in the transplant medical team and to
bring attention through conference presentations.

Gordon et al. (2018) said there have been very few culturally targeted
interventions to address health disparities in other areas of medicine. In addition, the
author states there are very few interventions that address health care provider behaviors
towards health disparities. Though transplant social work is a unique field of practice, the
findings from this study related to health disparities in health care are transferable to
clinical social work practice in hospitals. Mitchell (2012) said important component of
social work practice is addressing the needs of oppressed and disadvantaged populations.
Medical social workers assess the psychosocial needs of patients and understand the
challenges patients face in accessing medical care. They are the most appropriate
interdisciplinary team member to develop and engage in culturally targeted interventions
to decrease health disparities in medical care. Healthcare organizations and providers
have a responsibility to reduce racial/ethnic disparities in health to improve equity, and

by embedding interventions into their quality improvement initiatives (Chin et al., 2012).
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Limitations and Recommendations

A limitation of this study could be the small sample size. Further research is
recommended to include other transplant programs across the United States. Additional
research recommendations are to evaluate transplant programs that have initiated cultural
targeted interventions for living donor transplantation and to evaluate the health
disparities in transplant programs across the US.
Dissemination of the Study

This study will be submitted to appropriate medical or social work journals for
consideration for publication. In addition, this study will be submitted to the Society of
Transplant Social Workers to be considered for a poster presentation or presentation at
their annual national conference.

Implications for Social Change

The outcomes of this study are very timely to issues being addressed in health
systems across the United States. Diversity, equity and health disparities are a main focus
in health care today. The Office of Disease Prevention and Health Promotion’s (ODPHP)
Healthy People 2030 program has called for action to eliminate health disparities, achieve
health equity, and to attain health literacy to improve the health and well-being of all
people. The value of social work practice is not always acknowledged by medical
provides or health systems. Medical social workers experience significant challenges as
they provide superior care to patients in need while working within a healthcare system
that is limited in their understanding of the critical services they provide (Mitchell, 2012).

Social workers who choose to become involved in social justice have an opportunity to
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promote the field of social work while advocating for the needs of their patients. One
suggestion could be involvement in quality improvement committees where hospital
policies are reviewed and changed if needed. Active social work participation in health
system initiatives to address health inequity increases the visibility and the value of clinal
social work practice. Gould (2006) said in order not to be marginalized and insignificant
in relation to their health care colleagues, social workers need to clearly demonstrate their
contribution to integrated medical care.

The results from the study may also be helpful in advocating for the justification
for transplant centers to increase education on LDT. The findings concur with the
literature that the education provided on LDT to transplant candidates is limited. In
addition, the results of this study can be presented to administrative and medical
personnel of transplant institutes to demonstrate the need for improvements in social
work services within transplant programs. Improvements in social work services and
addressing the psychosocial needs of the patients can increase the medical outcomes of
organ candidates, recipients and ultimately increase transplant program outcomes (Sher
& Maldonado, 2019).

Summary

This purpose of this action research study purpose was to identify the practice
challenges transplant social workers experience that prevents them from providing those
diagnosed with end stage organ failure with education on the most effective, faster
transplant surgery option; living donor transplantation. In addition to the social work

practice challenges, this study also identified patient barriers that prohibit them from
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obtaining this surgery option and which also contributes to racial/ethnic health disparities.
Transplant social workers have an ethical obligation to their patients but also to the social
work profession to offer interventions that improve access to healthcare for all, to
advocate for social justice and to improve the visibility of the social work profession in

medicine.
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Appendix A: Interview Questions

1. How long have you been a social worker?

2. Do you have a LMSW or LCSW designation?

3. How long have you practiced transplant social work?

4. To what organ transplant programs do you provide social work services?

5. What specific living donor transplantation education do you presently provide to
transplant candidates?

6. In what capacity do you provide living donor transplantation education to organ
transplant candidates?

7. Do you feel adequately trained to provide living donor transplantation education to
transplant candidates? Why or why not?

8. Does your caseload or other job responsibilities impact your work with providing
living donor education to organ transplant candidates?

9. Are there any other current challenges you as see the transplant candidate’s barriers to
receiving living donor transplantation?

10. How is the organ transplant candidate presently educated on living donor
transplantation? By whom?

11. Is there anything else you would like to add?
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