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Abstract
Health literacy is vital for hemodialysis patients because they need to undergo routine
treatments 3 days per week and adhere to medication regimens requiring them to
understand complicated health information. The questions for this study focused on a
social work practice of their roles when assessing and promoting health literacy in
dialysis patients. Nephrology social workers are vital in helping dialysis patients
understand their medical information so that they can make better-informed decisions
about their healthcare. This study also includes an exploration of the strategies
nephrology social workers use to increase health literacy in patients with chronic kidney
disease. An ecological framework with social learning theory was used as the foundation
to address broader social determinants. An action research design was used to execute
the study. Data were collected using a focus group of 5 female social workers, 4
nephrology social workers, and a social worker who previously worked in dialysis. A
thematic analysis coding technique was used for data analysis. Key findings include: (a)
social workers perceived their crucial role was helping patients understand their treatment
plan and condition one step at a time, and (b) ways to engage family and interdisciplinary
team patients' care. Recommendations include increased healthcare education screenings
and advocating for national social work associations to spread information about
healthcare proficiency. These social change recommendations are designed to help
increase the overall health literacy of dialysis patients with a result of reduced healthcare

costs for people and organizations.
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Section 1: Foundation of the Study and Literature Review

In my study, I addressed the gap in social work practice by focusing on the roles
of nephrology social workers when assessing and promoting health literacy in dialysis
patients. Nephrology social workers are helping end-stage renal disease patients
understand medical information in order to make more informed decisions. Social
workers know how important it is to meet the patients where they are, and they know the
importance of culturally sensitive topics along with listening (Dagefprde & Cavanaugh,
2013). My goal in performing this action research project was to understand nephrology
social workers’ roles and how they assess the level of health literacy in dialysis patients.
Health literacy is the extent that a person has the ability to communicate, process, and
understand health information and barriers to make suitable decisions in regards to their
health (Centers for Disease Control and Prevention [CDC], 2016). This skill is especially
necessary within the growing range of patients with chronic illness and renal disease due
to the complexity of the disease, which demands a high level of patient involvement and
self-management skills. Patients with kidney disease should follow acceptable dietary
restrictions, adhere to advanced medication regimens, build choices regarding treatments,
and sustain multiple appointments within the healthcare system (Jain, Sheth, Green,
Bender, & Razmaria, 2016). Even despite a patients’ knowledge of the various ways to
stagnate and delay the progression of many kidney diseases, outcomes are always
substantially associated with the hereditary genetic makeup of the specific patient, in
addition to the external environmental factors, be it that they are beneficial or detrimental
to their overall genetic predispositions (Jain et al., 2016). Although the rate of

progression for chronic kidney diseases is somewhat independent, within patients’ cases,



there is increasing proof that health literacy plays a vital role within the care of patients
with kidney disease (Young, 2013).

Health literacy is as important for social workers as it is for the patients
(McCulloch, 2015). To bridge the gap between the medical information provided and its
implementation, healthcare professionals are needed to demonstrate an openness to
learning in a non-universalized manner and must be brought to the level where they can
speak and understand the language and its meaning for the culture of the patients they are
dealing with (Purnell, 2014). Health literacy has been associated with positive health
outcomes to a higher degree than social and economic status, education, gender, and age
(Rikard, Thompson, Mckinney, & Beauchamp, 2016). My goal for this action research
project was to promote concise, efficient communication of health literacy information
between patient and medical staff. I also hoped to create positive social change in the
dialysis community by presenting awareness of the roles that nephrology social workers
play by providing psychosocial interventions with the dialysis patients to help improve
outcomes by improving patient self-management.

Problem Statement

Patients with chronic kidney disease (CKD) are exposed to multiple physical and
psychological stressors as a result of their illness (Untas et al., 2010). Treatment of CKD
can involve intense regimens, incorporating potential changes in family relations, social
interactions, and activities of daily living (Untas et al., 2010). The biopsychosocial effect
of chronic kidney results in poorer personal satisfaction or quality of life contrasted with
patients with other chronic illnesses (Loos, Briancon, Frimat, Hanesse, & Kessler, 2003).

Dialysis patients have many adjustments to make, along with important health decisions.



They have to learn about dialysis, medications, and about their body. The role a
nephrology social worker plays as the patient’s advocate is vital because social workers
serve as an extension of the patients’ support system, which transmits the patient’s total

medical and nonmedical needs to the healthcare team (Bale et al., 2016).

Social workers are required to advocate and provide means of effective
communication with persons of all cultural backgrounds, including people with low
literacy skills, with limited English proficiency, and people with disabilities National
Association of Social Workers [NASW], 2018. Because of the diverse efficacy of
communication techniques, social workers need the skills to help patients who have the

limited ability to comprehend medical information.

According to Allen, Auld, Logan, Montes, and Rosen (2017), the importance of
health literacy is undervalued, and thus, the common concept of health literacy is often
misconstrued and downplayed. Health literacy involves the social and cultural factors
along with educational factors that affect the expectations and preferences of dialysis
patients and the degree to which those providing health care services can meet those
preferences. There is a need to become a more health literate society in the United States.
The United States Department of Health and Human Services (United States Department
of Health and Human Services [HHS], 2016), stated that social workers can help patients
rebuild health literacy skills, especially the 90 million Americans who have below basic
health literacy. Further, the Institute of Medicine (2016) defined health literacy as the
proficiency for people to obtain, understand, and utilize information built around basic

health practices and how to access local medical services to make better informed health



decisions. Health literacy additionally involves oral understanding (speaking and
listening skills), numeracy, and cultural and abstract information. Among groups like the
elderly, minorities, and people with lower socioeconomic standing, health literacy rates
have been found to be very low (Rikard et al., 2016). There is increasing proof that health
literacy plays an important role in the care of patients with kidney disease (Young, 2013).
Nephrology social workers provide accessible health literacy screening tools, studies of
health literacy in patients with kidney disease, and techniques to address health literacy in
clinical settings.

Limited health literacy affects 25% of individuals with CKD and may inhibit self-
management skills leading to poorer clinical outcomes (Taylor, Oberle, Durlak, &
Weissberg, 2017). By disproportionately involving non-White individuals or those with
low socioeconomic standing, restricted health skills might exacerbate health inequity
(Taylor et al., 2017). Nephrology social workers are learning that the skill set required to
teach about health literacy encompasses a greater understanding than merely creating
informational pamphlets on health literacy. The key to determining health skills to
improve them is to sit down with a patient one-on-one and help the patient pay more
attention to their renal disorder. As social workers speak with the patient, social workers
can identify areas wherever the language is not clear and revise the discussion of those
topics. Social workers must change their approach with the supported feedback from
patients, and still be able to modify programs for patients with the ability to point out
gaps in communication and practical education (Serensen et al., 2012).

One-third of U.S. adults do not have adequate health literacy to manage their

health care needs; health literacy is grounded in a general understanding of human



communication and also share the goal of improving health outcomes. Low health
literacy could be a potential driver of health disparities, and its alleviation is central to the
values and issues of the social work profession (Mantwell, Monestel-Umatfia, & Schultz
2015). Despite the in-depth information and skills that social workers bring to help
patients with low health literacy, understanding and mediating fluency in understanding
the medical lexicon of health literacy is often underused in social work (Lietchty, 2011).
This gap reflected lost opportunities and missed encounters for social workers to
contribute their experience to the evolving field of health literacy and to strategically

align their work with structure and national priorities.

Health literacy is especially important for the growing number of patients with
CKD, which requires a high level of patient involvement and self-management skills
(Young, 2013). Patients with renal failure must follow applicable dietary restrictions,
adhere to complex medication regimens, create choices concerning dialysis, and sustain
multiple appointments within the health care system (Beto, Schury, & Bansal, 2016).
Despite strategies to delay the progression of the disease, kidney outcomes are
substandard, partly associated with the patient and their behavioral decisions (Weber,
2013). Of these, there is sufficient evidence to suggest that health literacy plays an
important role within the care of patients with kidney disease (Dageforde & Cavanaugh,
2013). Social workers are vital members of the interdisciplinary team and a resource for
patients with chronic kidney disease. Social workers supply costl]effective interventions

like education, assessment, family, individual, and group therapy, and autonomously



monitor the outcomes of those interventions to confirm their effectiveness (Steketee,
Ross, & Glaze, 2017).

The stakeholders and participants of this action research project were the licensed
master social workers in the outpatient hemodialysis facilities throughout the regions of
Arkansas and Texas. The participants were also those who are the primary social workers
involved in the care of the patients. Nephrology social workers employed at dialysis
facilities were master’s level social workers. They were highly trained individuals who
serve as a support system for the patient and their family in adjusting to and
understanding CKD. CKD is damage to the kidneys that have gotten worse over time
and may result in the kidneys no longer working (Webster, Nagler, Morton, & Masson,
2017). This is known as end-stage renal disease or kidney failure. When this happens, the
person will need dialysis or a kidney transplant.

Purpose Statement and Research Questions

The purpose of this study was to identify how nephrology social workers
understand their roles in promoting health literacy among CKD patients, how they assess
for health literacy, and what strategies they use to promote health literacy, specifically
within the regions of southwest rural Arkansas and eastern Texas areas. My action
research project may help social workers to have a better understanding of clinical
services provided by social workers in the field and may also help enhance their
professional development. The distal aim of the study was to promote the improvement
of health literacy by providing CKD patients with access to nephrology social workers
who have gained a deeper understanding and perspective of their patients and of their

needs. The primary research questions for this study were:



Research Question 1 (RQ1): How do nephrology social workers perceive their

roles in providing and promoting health literacy among patients with chronic kidney

disease?

Research Question 2 (RQ2): How do nephrology social workers assess health

literacy skills in patients with chronic kidney disease?

Research Question 3 (RQ3): What strategies do nephrology social workers use to

increase health literacy in patients with chronic kidney disease?

1.

2.

3.

For this project, I used thee following definitions:
End-stage renal disease is when chronic kidney disease is at an advanced state,
when one’s kidneys are no longer able to function at the lowest level of operation
in order to meet the minimum basic needs of the human body (Mayo Clinic Staff,
2018).
Health Literacy is the extent that a person has the ability to communicate,
process, and understand health information and barriers to make suitable
decisions in regards to their health (CDC, 2016).
Nephrology is the diagnosis and treatment of those with kidney disease and
consists of care for patients by providing kidney replacement, dialysis and
transplants (University of Wisconsin, 2019).

Nature of the Doctoral Project

The design of this study was action research. Action research is used to solve an

immediate problem or provide a reflective procedure of innovative problem solving. It is

led by individuals working with others in teams or community to improve the way they

address issues and resolve problems (Glanz, 2014). Meyer (2000) noted that action



research’s strength lies in its focus on generating solutions to practical problems and its
ability to empower practitioners/social workers, by getting them to get involved in
research with a goal of implementation of the activities. Meyer (2000) stated that
practitioners can choose to research their own practice, or an outside researcher can be
engaged to help to identify any problems, seek and implement practical solutions, and
systematically monitor and reflect on the process and outcomes of change. Participatory
action social work research places emphasis on systemic social change, especially among
adolescents (Anyon, Bender, Kennedy, & Dechants, 2018).

My action research project is beneficial to social workers because it aligns with
the professional field of social works’ ethical principles along with the values and ideals
upon which the profession of social work was built and may provide insight for social
change agendas. By using action research, social workers participated in a research study
in which I addressed potential barriers to presenting health literacy information to

patients in a way that they can comprehend.

Focus groups are a useful way for promoting an empowering, action-oriented
form of health research (Tausch & Menold, 2016). Using a single focus group, I studied
and engaged with nephrology social workers who provide and deliver services to patients
with CKD. Chiu (2003) noted that in action research, group processes are central in
facilitating change and focus groups are widely used by action researchers. Chiu (2003)
also stated that group processes are central because of their potential in engaging

participants in research activities.



It was my intent to use a single focus group as a means of facilitating
participatory empowerment with the goal of changing, enhancing, or renewing
information on the health literacy of the dialysis patients in settings that provide services.
I used a focus group for this study to better guide the research process.

I am the regional point social worker for my region. I contacted eight nephrology
social workers via email and received six replies for interest in my action research
project. After I received responses indicating the social workers’ consent for participating
in the study, I contacted them by email to request how they present medical information
to dialysis patients and asked ways to help patients understand and comprehend with low
health literacy levels.

I collected qualitative data from five licensed master’s level nephrology social
workers that produced insight into barriers regarding how medical information is
presented to dialysis patients in a way that they can understand and comprehend in order
to make informed decisions. The data was analyzed by breaking the information down
into smaller groups of information, then the data was placed into categories, and finally
the themes were categorized. I coded and categorized the data through thematic analysis

to identify themes, which answered my research questions.

Significance of the Study
My goal for this project was to increase the awareness and knowledge in the field
of nephrology social work. The exploratory research could lay the groundwork for
helping nephrology social workers improve the transmission of language and their means

of presenting medical information to dialysis patients in a way that they can understand to
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make better-informed decisions about their medical care. With such information,
nephrology social workers may be able to develop and offer evidence-based staff training
in health literacy. These trainings may help raise staff awareness about health literacy and
address barriers faced by the patients along with identifying those patients with low
health literacy. When staff and social workers are fully aware of health conditions and
barriers that follow, then information can be presented to the patients in a way that they
better understand, and patients may be able to make more informed decisions.
Theoretical Framework

Health literacy is influenced by individual characteristics and the impact of
economic, social, and environmental factors (CDC, 2016). [ used an ecological
framework because it can be used to address broader social determinants of health. Social
cognitive theory started as social learning theory in the early 1960s by Bandura
(Bandura, 2002). It developed into social cognitive theory in 1986 by Bandura, and
viewed that learning occurs in a social context with a dynamic and reciprocal interaction
of the person, behavior, and environment (Stokols, 2000). Social cognitive theory places
emphasis on social influence and its impact on external and internal social reinforcement
(Bandura, 1982; 2002). Social cognitive theory is used to examine the way in which
individuals acquire and maintain behavior, also considering the social environment in
which individuals perform the behavior. The theory is also used to examine the person’s
past experiences, which factor into whether behavioral action will occur. These past
experiences influence reinforcements, expectations, and expectancies, all of which shape
whether a person will engage in a specific behavior and the reasons why a person

engages in that behavior. Social cognitive theory is used to consider many levels of the
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social ecological model in addressing behavioral changes of people. Social cognitive
theory has been widely involved in healthcare, putting the focus on the individual and the

atmosphere (Devellis, 1991).

I used social cognitive theory because of its dual focus on the individual and
elements in the environment. Incorporating an integrated behavioral health theory that
uses self-efficacy and social norms, along with a social planning theory, could possibly
result in a strong tool for being effective in helping to improve health literacy. Bandura
(1982) defined self-efficacy as a personal judgment of how well someone can carry out
actions required to deal with situations. Social planning theory is an effort to provide
support and information while addressing social issues within certain communities
(Bruzzone, 2019). Social workers could use the social planning theory to assist their
patients in determining their goals toward good health. This theory could be used to assist
patients with their health immediately and make plans for the future.

Healthcare professionals, including social workers, must consider social
circumstances, which can range from playing a small role in a patient’s health to being
significant determinants of health for patients. These can include the factors that affect
health such as health literacy, income, physical environments, and access to quality
healthcare services (Montini et al., 2016). Health literacy is the extent to which
individuals have the capacity to process, obtain, and understand basic health information
to make informed decisions in which fits the theoretical model for the advancement of
literate practice (Lesgold & Welch-Ross, 2012). Health literacy interventions can

improve adherence to medical treatment, especially for patients following non-
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medication regimens or with CKD (Miller, 2016). The teach back method is a useful way
to confirm that the information that has been provided is being understood by getting
people to “teach back” what has been discussed and presented and what instruction has
been given (Tamura-Lis, 2013).

Values and Ethics

The National Association of Social Work’s Code of Ethics (2017) works to
enhance the professional growth and development of social workers, to create and
maintain professional standards, and to advance sound social policies. In my action
research project, I focused on: dignity and worth of the person and service as noted in the
National Association of Social Workers Code of Ethics. This information will enhance
the ethical practices by social workers. The primary goal of the ethical principle of
dignity and worth of the person is to treat each person in a caring and respectful manner
while remembering the cultural and ethnic differences. The other ethical principle of
service focuses on the social workers’ primary goal of helping people in need and to
address social problems (NASW, 2017). Nephrology social workers can show patients
that they are there for them by making sure that they are available for the patients when
they have psychosocial needs, and that they are there to provide referral sources as
needed.

The National Association of Social Workers established a set of core values that
includes: (a) social justice, (b) importance of human relationships, (c) integrity, and (d)
competence. These principles are the infrastructure of social work professionalism and
relevant to nephrology social work practice and other fields of social work (NASW,

2017).
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In this action research project, I emphasized these principles and wanted to
conduct research and add to the clinical practices of nephrology social workers within the
dialysis facilities. I provided the participants the utmost respect. I made sure they felt they
were in a warm, secure and open atmosphere in which they were free to share their
thoughts and ideas. I complied with the principle of informed consent before I began any
conversations. The Code of Ethics was there to serve as a guide for everyday professional
conduct of social workers (NASW, 2017).

Social workers play an essential role in the care of patients and families facing
end stage renal disease (Peres, 2016). These social workers deal with the presenting
concerns and solve problems that are related to renal failure. Such roles include
counseling and advocacy, patient and family education, community education as well as
the coordination of resources and referrals. Counseling and advocacy roles include
addressing marital and family stress, the concerns of death and dying, body image issues
such as sexual dysfunction, as well as intimacy. These patients also often face
psychological and depressive issues that require counseling. Through coordination of
resources, social workers assist with prescription coverage, housing utilities,
transportation as well as scholarships. However, an important role of nephrology social
workers often pertains to the provision of literacy education about renal failure and
dialysis requirements.

Review of the Professional and Academic Literature

My primary literature search strategy included the use of Google Scholar and the

various references that were cited in the review articles found thereby. I conducted the

literature search using social work databases, and social work research, socINDEX with
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full text. The search terms that [ used included: health literacy, functional health literacy,
critical health literacy, health literacy assessment, readability, adult education, teaching
literacy, patient education, instructional strategies, health literacy and heart disease,
health literacy and kidney disease, health literacy and dialysis, health literacy grounded
theory and knowledge, health literacy and self~-management skills, social cognitive theory
health literacy and digital tools, and health literacy, and mobile devices. Other search
terms included: end-stage renal disease (ESRD), chronic kidney disease (CKD), and
hemodialysis and peritoneal dialysis. The date range for the literature focused on
literature published within the last 5 years, and this led to the retrieval of relevant articles
that were published between 2014 and 2018. Some earlier literature contained valuable
information for the research and was included in the study.

Health literacy deficits, predictors of inadequate health literacy, conventional
social work, and health promotion dimensions within the perspective of social work were
identified as themes. In addition, I presented the theme of social work advocacy as
crucial. In the following sections, I will address each of these topics as they relate to the
purpose of this study.

Nephrology and End-Stage Kidney Disease

Nephrology is the study of kidney function. The kidneys serve to filter waste and
toxins from the blood, and resupply the veins with clean fluid (Jiang, Fine, & Mottl,
2018). Failure of proper kidney function can lead to imbalances of electrolytes, irregular
blood pH, and a build-up of toxins. In extreme adverse physiological cases, the kidneys
will not perform their filtering action hardly at all; this is known as kidney failure, which

can be acute or chronic, the latter being CKD. Kidney failure also goes by the term end-
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stage kidney disease, and mandates a severe form of medical intervention, such as regular
blood dialysis (artificial filtering) or organ transplant.

The causes of kidney failure are many and can include physical blockage of the
urinary tract or necrosis of kidney cells as a consequence of a pathogen. About three in
1000 Americans are affected by this condition currently (Ferri, 2017). Symptoms of CKD
include vomiting, nausea, and too frequent or too infrequent urination. Often, CKD can
be associated with diabetes, as the kidney is important in regulating blood sugar and, in
many situations, can affect insulin resistance, the causative factor for Type 2 diabetes
(Jiang et al., 2018).

Nephrology Social Workers

Nephrology social workers assist patients with CKD by assuming the multifaceted
role of standing in for many multidisciplinary medical and non-medical figures that are
concerned with renal issues, standards health regiments, and psychosocial factors as well.
Renal social workers must be ready in every setting, to address and assist individuals and
their respective families to the adjustment and coping needed when one of their family
members is diagnosed with renal disease, especially CKD (Green, 2013). As Zengin
(2016) noted, nephrology social workers work together with a team that consists of a
nephrologist, nutritionists, medical assistants, and psychologists while taking up a diverse
position where they can operate in the multiplicity of spheres listed above. Davison, et al.
(2015) stressed not only the importance of the role of healthcare workers in general, but
here specifically the role of social workers in improving the quality of life for CKD

sufferers, especially in terms of palliative care.
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There was increasing awareness of the need for a highly interactive exchange
between social workers, doctors and the entire nephology team and their patient
regarding key issues such as diet, psychosocial risk factors comfort, dialyses routines,
medical planning and family decision-making (Moorthi, 2019) and illness trajectory. The
exchanges highlight the key importance of communication among the social worker(s)
team, medical facilities, nurses, doctors, the patient, and their family and close friends
(Davison et al., 2015). Further, the Forum of ESRD Networks’ Medical Advisory
Council (2017), indicated that when staff changes are made, renal dialysis patients may
not trust new staff members due to perceived lack of respect, poor communication, or
more commonly an overall fear of change which can lead to very anxiety prone situations
for patients. Nephrology social workers must console patients when patient-staff
insecurity arises and ensure that the communication between the medical clinic, doctors,
staff and the patient is clear, proficient, and respectful as to reduce the overall stress and
anxiety the patient may be feeling generally or more specifically in relation to any change
(ESRD Networks’ Medical Advisory Council, 2017).

Canale and Thomas (2018) punctuated the imperative of joint cooperation that
needs to happen between doctors, dietitians, and social workers in order to ensure a
positive outcome for patients on dialysis treatment. Social workers must assume a
multidisciplinary position that entails not only just facilitating the flow of communication
between the team, but additionally tasks like nutrition support via feeding tube,
addressing wounds within a home care setting, central support services in the home,
monthly or bimonthly assessments for psychosocial conditions such as depression.

The health literacy of the patients themselves strongly influences the benefits of
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such exchanges (Enworom & Tabi, 2015). The causal relationship between health
literacy, discussed in more detail below, and prognosis with patients with CKD is
particularly acute because of the nature of the disease itself (Taylor, et al., 2017). When
CKD reaches an advanced stage dangerous levels of fluid can put pressure on a patient’s
heart along with waste build up in their body.This places a unique burden on the
relationship between healthcare providers and patients in the case of CKD; the continual
maintenance and reinforcement of positive exchanges in this situation is directly
correlated to various measures of success and quality of life (Aston, 2017; Peace and
Philips, 2016).
Health Literacy Deficits

Inadequate health literacy represents a concern for professionals treating those
with chronic renal disease. Martins et al. (2016) carried out quantitative, non-
experimental, descriptive, and correlational research with the aim of determining the
health literacy among hemodialysis patients with the diagnosis of chronic end-stage renal
failure (ESRD. In research that gathered information from 68 patients undergoing
treatment at the Tondela/Viseu Hospital Center and the Beirodical Clinic, Matins et al.
(2016) realized that higher literacy levels existed only in those patients who had high
academic qualifications, as well as those who had higher socioeconomic standings in the
society. It also emerged that existence of health literacy significantly impacted the
treatment time for this demographic group of patients, and such an attribute could only be
obtained through an extensive social worker interaction with patients (Martins et al.,

2016). Martins et al. (2016) affirmed that there existed a large number of hemodialysis
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patients who had inadequate literacy of their condition, and this was a significant
contributor to the emergence of high rates of mortality.

In a similar systematic review conducted by Campbell and Duddle (2010) on the
health literacy and CKD (CKD) education, evidence suggested the role of nephrology
nursing staff was central in understanding the importance of health literacy in the
prevention of adverse outcomes associated with chronic renal failure. The review showed
that limited health literacy negatively impacted self-management skills and reduced
treatment and medication compliance (Campbell and Duddle, 2010). As a result, patients
often experienced severe outcomes and were at the greatest risk of dying because they did
not receive the support they needed from social workers and the general neurology care
teams (Campbell and Duddle, 2010). As such, Campbell and Duddle (2010) highlighted
the need for primary health care education in impacting relevant knowledge of the
patients and allowing them to understand how they could successfully manage their
health through the use of diet modification, insulin, erythropoietin and fluid restriction.
However, such needs could not be met due to a lack of social worker networks and
alliances with patients (Lee, Wu & Lee, 2016).

Taylor et al. (2017) expressed the vital importance of health professionals’ use of
proper communication that patients can understand, and the need to work with patients in
developing strategies to manage complications of chronic kidney failure. To this end,
social workers could play an important part in linking health literacy and quality
improvements deemed necessary for effective management processes.

Young (2013), in an expositional study, tried to understand some of the

challenges that CKD patients with limited health literacy face. Young (2013) affirmed
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that patients with limited health literacy often develop strategies to avoid demonstrating
the limited literacy skills. Therefore, the social worker needs to integrate certain health
literacy assessments such as Health Literacy Knowledge and Experience Survey (HI-
KES), an instrument designed to rapidly screen patients for potential health literacy
problems, which when used in past studies, has shown health literacy rates to be
alarmingly low (McCulloch, 2015). Young (2013) emphasized the need for the health
system to address the limited literacy as a way of enabling the patients to access renal
replacement therapies.

Likewise, Cervantes, Zoucha, Jones, and Fischer (2016), in a thematic synthesis
of literature on the management of Latinos with the end-stage renal disease, were able to
show that experiences and values of individuals heavily impacted the role of social
workers. This study also showed that these individual values, especially for Latinos,
while very impactful and could be used extensively in the future development of health
literacy skills for managing the condition (Sullivan, Choi, Vazquez, & Neaves, 2019)).

The question remained on how social workers could span the disparities within
society to help improve the limited health literacy that has remained common among
patients on treatment for CKD (Prieto-Velasco et al., 2015). Logan (2016), in yet another
systemic review, expounded on the need for the further development of various
conceptual frameworks that will be paramount in development and implementation of
real-world collaborative approaches, that will better work with the culture of a social
worker’s patient. Logan (2016) provided a way the role of social workers can be
explained through these collaborative methods, but also a means through which health

literacy and health disparities can be explained for policy-making. This can also go a long
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way in the improvement of patient health and health-seeking behaviors as presented in
the study conducted by Enworom and Tabi (2015).
Theory of Health Literacy

Osterlund, Mendelssohn, Clase, Guyatt, and Nesrallah (2014) identified
modifiable factors at the level of the patient, social worker, and healthcare professionals.
Some of these barriers included the perception of the complexity of the treatment options,
procedures, and insufficient counseling (Harrington, 2015). There emerged a frequent
trend that presented the lack of coordination between social workers and CKD patients,
and the fact that health literacy education is never imparted to these patients (Narva,
Norton, & Boulware, 2015)

As Yu (2015) stated in their systematic review, there is need to use technology in
providing all patients with health literacy education. The author emphasized the role of
new technology such as mobile phones that can be integrated into the health system
models to allow social workers to connect patients with information.

In a separate study conducted by Lim, Yu, Kang, Foo, and Griva (2016) on the
quality of life impairments for patients undergoing dialysis for the management of ESRD,
the authors used 115 patients to explore the determinants of quality of life. All the
patients were asked to complete a Kidney Disease Quality of Life Short Form (KDQOL-
SF), and the various indicators were introduced over the duration of the study. Lim et al.
(2016) discovered that there existed a significant deterioration in the quality of life
especially on the domains of social support and staff encouragement, which played a part
in impacting the overall quality of life. Based on these findings, it emerged that just like

other quality indicators, social support that is provided by social workers and the rest of
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the medical team were paramount for the achievement of best outcomes (Miller et al.,
2016).

Pienkos, Sun, Schiller, Czajkowski, and Doss-McQuitty (2018) believed that
nephrology social workers are an essential part of the team that manages the patients with
ESRD. Skilled psychosocial intervention was then presented as having a positive impact
on these patients and the outcome of disease management since it provides for additional
educational preparation. Callahan (2011) suggested that is an important intervention that
not only improves patient’s compliance but also assists in coping with the changes that
are part of the disease’s manifestation. In a separate mixed method study conducted to
improve health literacy in kidney patients, Peace and Philips (2016) hailed nephrology
social workers as leaders and affirmed that patients often require more information and
support.

The results of a mixed methods research focused on randomized controlled trials
on the optimization of care among patients with Type 2 diabetes, Trump and Mendenhall
(2017) realized that there was a need for extensive health literacy to help in direct clinical
practice. Accordingly, the research expressed the need to integrate community health
workers as a means of improving the physical health outcomes on the diabetes
knowledge, which goes a long way in preventing long-term outcomes such as CKD
(Trump & Mendenhall, 2017). Likewise, Nelson and Rabetoy (2005) explored the need
to inform patients about their illnesses in the setting of ESRD. Such information must
often be comprehensive. Nelson and Rabetoy (2005) also stated that in some situations,
the physicians and dialysis staff members may often be resistant to talk about the issues

surrounding the clinical diagnosis of ESRD. Such a problem presents the social worker
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with the task of breaking the news and other relevant information to enable the patient
cope with the condition.

Brega et al. (2015) indicated that most of the health literacy materials are often
beyond the educational level of patients, effectively rendering them useless to these
patients who need them the most. In such situations, there is often a need to provide an
alternative source of information by allowing interaction between the patients and the
social workers. Dickens, Lambert, Cromwell, and Piano (2013), in a cross-sectional study
that was performed using various multi-item tools, also concluded that quality healthcare
delivery is often tough to get as nurses themselves overestimate patient health literacy.
Such findings are also common in various other studies such as that of Goggins,
Wallston, Mion, Cawthon, and Kripalani (2016), who provided data from two studies
using the Health Literacy Screening (HEALS) tool and found that health literacy scores,
as recorded by nurses, could be overestimated. Hence, the outcome could be fatal
primarily to patients with chronic illnesses such as ESRD. The following section will
focus on health literacy as an asset.

Health Literacy as an Asset

When expressing the difference in health literacy between public and private
hospitals, Jessup, Osborne, Beauchamp, Bourne, and Buchbinder (2018) used two cross-
sectional surveys, one with 3121 and the other with 384 participants. The study used
various instruments that cover nine core health literacy domains to evaluate the
performances regarding disease outcomes for all participants. It is interesting to note that
in the study, Jessup et al. (2018) present the impact of the delivered health literacy as low

for public hospitals as compared to private ones. As such, it emerged that health literacy
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remains low in the public hospitals and this significantly affects the outcome of care
delivered (Jessup et al., 2018). Further, the study helped to show that certain factors such
as practices, values and the environment in which patients are managed are important in
improving their health literacy responsiveness, and the social worker must always
understand them to allow for effective patient management (Jessup et al., 2018).
Umeukeje et al. (2018), in a separate multi-site cross-sectional study involving
adult patients from eight different dialysis units, affirmed the importance of health
literacy about healthcare climate, the perceived knowledge of health professionals as well
as the autonomy for support of phosphate binders use. The research tried to understand
the relationship between adherence to phosphate binders and health literacy as provided
by the social workers and the rest of the medical teams (Umeukeje et al. 2018).
Interestingly, autonomy support for patients with the end-stage renal disease, was found
to vary in the study; among whites versus non-white, non-whites reported lower HCC
scores overall, but HCC support scores between genders was determined to have a pattern
of little to no significant at all (Umeukeje et al. 2018). Umeukeje et al. (2016) were able
to demonstrate that adherence was an important aspect of health literacy and significantly
impacted the role of social workers in end-stage renal disease management.
Mukakarangwa, Chironda, Bhengu, and Katende (2018) conducted a study on adherence
to the dialyses procedures for patients which led them to a similar conclusion claiming,
that even though adherence issues may often be experienced when managing patients
with CKD on dialysis, they need not be blamed but provided with adequate support.
Mukakarangwa et al. (2007) further explicated that if social workers help to better

facilitate the patients adhere to fluid restriction and dialysis regimens can more easily be
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achieved when social workers themselves, are allowed to conduct effective health literacy
and allow the patients to seek clarifications about their own health.

Reilly et al. (2016), in a systemic review of the mixed evidence, examined studies
on the lives of indigenous people with CKD. The study showed that various kidney
disease management programs must always be integrated when dealing with CKD
patients (Reilly et al., 2016). However, the existence of barriers to accessing health
information prevents these programs from being effective, and this suggests the failure of
social workers as well as other relevant caregivers from advancing patients’ roles in
maintaining their own health, a finding also expressed by Montini et. al. (2016).

Zala and Rutii (2017), in a thematic analysis interviewed 20 participants in
advanced practice nursing regarding CKD management and the role of health literacy in
improving outcomes. It emerged that healthcare professionals needed to understand the
importance of knowledge acquisition among patients and the need of ongoing guidance in
the continuity of care. Llewellyn (2017) affirmed that nephrology nurses often have to
develop additional insight that can help care for individuals with ESRD. In this regard,
Luckett et al. (2017) found that even though advance care planning in nephrology is
advocated widely, it is not always implemented, and this puts patients at a greater risk of
developing complications. Hence, in a cross-sectional survey, Luckett et al. (2017)
expressed the need to integrate health literacy into everyday patient management to help
improve outcomes. However, Montoya (2017), in a systematic review, stated that there is
need to heighten efforts through research to ensure that the role of advanced health care
practitioners encompasses social work in nephrology especially as pertains to end of life

care for patients with chronic kidney failure.
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Conventional Social Work Intervention

Lo et al. (2016) conducted qualitative research on the perspectives of patients on
health care for co-morbid diabetes and CKD. Using 12 focus groups with eight
semistructured interviews and 58 participants, the authors managed to develop an
exciting study on patient and health service level factors (Lo et al., 2016). Such factors
included socioeconomic situations and patient self-management (Lo et al., 2016). It
emerged that poor continuity and coordination of care significantly increased morbidity
due to chronic renal failure, a factor that was considered to exist due to lack of effective
patient literacy (Lo et al., 2016). Accordingly, Lo et al. (2016) concluded that social
workers played a critical role in emphasizing patient empowerment and allowing for the
recognition of the need to access health service especially for patients with stage 4 and 5
renal failure.

Wilson, Campbell, Luker, and Caress (2015), in a mixed methods approach,
provided a different perspective to the one explored by Lo and counterparts. In the
semistructured survey, Wilson et al. (2015) examined 18 adult patients with stage 3-4
CKD (CKD) and concluded that even though patients preferred increased involvement in
their own care, referral, and discharge decisions, they needed to have an extensive social
work base. Also, the research presented the dire need for adequate health literacy
information, and for the CKD specialist to align with social workers to make it happen.
Likewise, Kili$-Pstrusinska et al. (2013), in a cross-sectional national survey consisting
of 203 CKD children on hemodialysis and peritoneal dialysis realized the need of special
support to improve quality of life. To a large extent, low quality of life ratings was found

to render parents unmotivated and adversely affected, and social workers needed to
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provide health literacy to ensure that quality care was delivered despite the challenges
that these families faced (Kilis-Pstrusinska et al., 2013); this finding was also supported
by Lambert, Mullan, Mansfield, Koukomous, and Mesiti (2017).
Health Promotion Dimensions and Social Workers

Social workers were therefore seen as paramount in the management of patients
(Strough, Wime & Wapola, 2014). As part of the health system, social work requires that
patients and the whole community, in general, are taught to understand their illnesses as a
means of prolonging their lives and embracing health service seeking behavior
holistically. In the article written by Lennon-Dearing (2013), social work is emphasized
as part and parcel of the delivery of health literacy to the populace. The systemic review
provides information from the social worker’s perspective and the need to support the
well-being of clients while at the same time respecting their inherent dignity and self-
worth. In this perspective, Lennon-Dearing (2013) expounded on the link between the
social worker and the rest of the medical team in the manner in which they interpret
medical experience to clients, providing them with emotional support and also giving
critical report on the client’s response to various treatments offered by the rest of the
medical team. McCulloch (2016) emphasized the position and affirmed that it is the role
of social workers to understand the limits of patient’s health literacy. Such a move allows
them to perform various health literacy assessments as a way of identifying how to work
best with the sick and help them embrace their shame and embarrassment that is often
associated with the process of health seeking (Young, 2013).

Social workers dealing with CKD patients have the mandate of knowing the right

advice to give these patients, and such may often include dietary and salt intake
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(Mueleman et al., 2014). According to Mueleman et al. (2014), the strategies for the
reduction of sodium intake among these patients are often met with certain challenges. In
a qualitative study that informed the effects of self-monitoring on outcomes of CKD
(ESMO), purposive sampling was used to identify the effects of self-monitoring in
sample size that including 25 patients and 23 healthcare professionals were interviewed
(ESMO). Themes that were of importance included lack of practical knowledge and
intrinsic motivation from the patients (Mueleman et al., 2014). The researchers concluded
that special attention needs to be paid in supporting patients and giving them health
education on how to achieve sodium related goals (Mueleman et al., 2014).

Aston (2017) reasoned that increasing social support would improve the disease
outcome, which following such a logic lends itself to the possible outcome that affirms
why the need to have primary care physicians contact nephrologists whenever the kidney
functioning of patients with CKD is declining. Aston (2017) expressed that lack of pre-
dialysis nephrology care is an important inhibitor to the whole process of managing these
patients, and it is often up to the social worker to create extensive linkage and ensure that
appropriate knowledge is imparted to prepare the patients effectively.

It is also important to note that not all patients benefit from the use of dialysis in
the chronic end-stage renal failure environment (Wong, McCarthy, Howse, & Williams,
2007). Research carried out by Wong et al. (2007), with a randomized control trial,
examined the outcomes of 30 patients with CKD who chose not to undergo dialysis
during their renal replacement therapies. Wong et al. (2007) discovered that the best
possible quality of life could be achieved when patients were supported to choose their

own modalities of therapy, which such support needing to be built upon, with appropriate
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health literacy interventions. Lai, Loh, Mooppil, Krishnan, and Griva (2012) could
support such findings with finding from a qualitative study that affirmed incident
hemodialysis patients often have emotional and informational needs addressed within the
various intervention programs to improve outcomes.

In a study conducted by Griva et al. (2013), adherence to hemodialysis regimes
often result in the maximization of good clinical outcomes but often adhere to the cultural
expectation of patients. In the descriptive and exploratory research study, Griva et al.
(2013) used interviews and focus groups to examine some of the factors that created
barriers to achieving effective hemodialysis outcomes. It was quite apparent that personal
and social barriers, which can be severely compounded by the lack of social worker
support and health literacy, were prominent within the sociocultural contexts (Griva et al.
2013).

Likewise, in a study conducted by Quirong-Jones & Glenn (2016) on the
successfulness of peritoneal dialysis in the elderly population, it was realized that as
much as quality outcomes are often required, patients can always achieve maximal
benefit when they are given appropriate knowledge to manage themselves. In the study,
Quirong-Jones and Glenn (2016) described their experience with patients on ESRD
following the implementation of a 2-hour kidney seminar. It was evident that most of the
83-year old patients in the study who underwent continuous peritoneal dialysis for 124
months had care partners who assisted them partially with the dialysis (Quirong-Jones &
Glenn, 2016). The findings also revealed that social work was mandatory for improved
outcomes and had the role of ensuring that patients with ESRD stayed active to ensure

that their outcomes on peritoneal dialysis were outstanding (Quirong-Jones & Glenn,
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2016). Such findings were also reported by Turner (2016), who affirmed the importance
of the inductive approach to managing to end-stage renal disease with the help of
caregivers and social workers. Also, Turner (2016), through semistructured interviews,
affirmed that caregivers faced challenges when managing these patients and needed an
extensive support system.

Gaps in the Literature

Following the review of the literature on the role of nephrology social workers
and the management of patients on various forms of CKD management such as
hemodialysis, dialysis, peritoneal dialysis and non-dialysis therapies, it appeared that
health literacy has not been given much priority. Even advanced practice nurses tended to
ignore the benefits of imparting patients with knowledge about their management
(Turner, 2016).

To a large extent, the researchers mentioned in this review tended to focus on
shortcomings of social workers and the advanced healthcare teams without necessarily
presenting the mechanisms that need to be developed to ensure that each patient gets
access to the required health literacy information. As such, more research needed to be
done to put social workers into the context of health literacy provision, and to develop
policies and frameworks that can facilitate such a process.

Summary

Section 1 presented an overview of the study including the problem it will
address, the purpose, nature, and significance of the study, the research questions
addressed, the theoretical framework, values and ethics, and a review of the literature that

also notes the gaps in the literature this study will address. The problem this study
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addressed was the lack of health literacy in public hospitals, despite many studies that
show there is a need for extensive health literacy to help in direct clinical practice. This
significantly affected the outcome of care delivered to CKD patients and adherence to
nephrology social workers’ recommendations, which significantly impacted the role of
social workers in end-stage renal disease management.

The purpose of this study was to assess nephrology social workers’ understanding
of their role in promoting the health literacy of their CKD patients, the ways they assess
for health literacy, and the strategies they use to promote health literacy. The nature of
the study was action research, which is geared towards immediate and innovative
problem solving. This study will be significant because it will help nephrology social
workers improve their ability to provide health literacy to CKD patients so those patents
can make more informed decisions about their health care. Social cognitive theory served
as the theoretical basis for the study because it focuses both on the individual and their
social environment, and emphasizes self-efficacy, something social workers can instill in
their CKD patients through by improving health literacy. This research project will help
enhance ethical practice by social workers by emphasizing the principles of the dignity
and worth of the person and service. While much of the existing literature focuses on the
shortcomings of social workers, there was a gap in exploring how these shortcomings
might be addressed through access to health literacy information. This is the gap that this
study sought to address.

In Section 2, I presented an overview of the manner in which the research was

designed, implemented, and its data analyzed. This includes an overview of the
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methodology, the participants, instrumentation, and data analysis, as well as the measures

taken to make sure the study adhered to ethical procedures.
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Section 2: Research Design and Data Collection

I examined and assessed nephrology social workers perception of their roles in
promoting the well-being of their patients. The research found ways to improve
nephrology social workers’ skill sets. Effective communication between social workers
and their patients is vital. I assessed how social workers communicated with their patients
and how well their patients received all information shared.

Research Design

The social work practice problem I examined was how nephrology social workers
perceived their role in the delivery of health information to patients with end stage renal
disease. This action research project was purposeful and research oriented with the intent
to explore the best practice that may help improve the way nephrology social workers are
presenting information to patients such that they can understand and comprehend. The
research questions were:

RQ1: How do nephrology social workers perceive their roles in providing and
promoting health literacy among patients with chronic kidney disease?

RQ2: How do nephrology social workers assess health literacy skills in patients
with chronic kidney disease?

RQ3: What strategies do nephrology social workers used to increase health
literacy in patients with chronic kidney disease?

The problem of low health literacy was used to address how nephrology social
workers can present medical information to dialysis patients in order to help the patients

make more informed decisions about their health care. I explored how social workers
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present information to dialysis patients and what they perceived as their role in presenting

information to patients.

I used action research with a semi-structured focus group to collect qualitative

data. According to Pettit (2006), action research provides an alternate approach to

manage concerning changes in data, practice, and policy. Social workers were presented

with the opportunity to participate in this action research methodology to give feedback

on their strategies or approaches used to present medical information.

1.

2.

The key definitions:

A focus group is a research method used to conduct small group interviews with
selected participants (Gaizauskaité, 2012). An interview conducted within a focus
group would consist of open-ended questions that allow participants to share
experiences with the unison of others who may be experiencing similar issues.
Focus groups are utilized to help gather opinions, beliefs, thoughts, experiences,
etc., related to a topic (Gaizauskaité, 2012). In this case, the focus group would
consist of a small group of renal social workers that could possibly share their
experience of interpreting information for their patients.

A stakeholder is a person who affects or is affected by a policy or plan (Morphy,
2019). Stakeholders in this action research project could be nephrology social
workers. These social workers provide care to dialysis patients in dialysis centers
in rural Arkansas and Texas. The stakeholders could also be the patients because

they are affected by services provided by the social worker.
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Methodology

I conducted an action research study along with a focus group to collect data.
Conducting my action research project using a focus group with licensed master’s social
workers provided insight on how some interact with their population compared to other
social workers, where shared information can be useful to others. Social workers have
skills in cultural competence (NASW, 2017). Social workers play a vital role in helping
patients understand their medical care. Social workers help address health literacy
problems on a daily basis and strive to make sure their patients have all the information
they need to make informed decisions about their health. Social workers interpret the
medical information for the patients along with providing emotional support while
interacting with the interdisciplinary team to convey the patient’s experience.
Participants

The participants of this action research project were nephrology social workers
who aided dialysis patients, patients suffering from CKD and End Stage Renal Disease
patients. There were 5 licensed master level social workers with at least 2 years of
experience in a dialysis setting. They were located in rural Arkansas and Texas. I initially
contacted the social workers via email, followed by a telephone call. Being the regional
point social worker, I had access to the social workers’ contact information. The
sampling strategy I used was convenience sampling. Convenience sampling constitutes
non-random, non-probability sampling (Brewis, 2014) and allows a researcher to recruit

participants who are easily available and convenient.
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Instrumentation

The interview protocol included 10 open-ended questions. I also asked the
participants basic information in reference to their years of experience working with
dialysis patients, when they graduated, and age range of their patients. I used the open-
ended questions to explore what role the social workers play in health literacy of the
patients, how they assessed health literacy, and any strategies they use to address the
health literacy of their patients. I developed my interview questions from the theoretical
framework and literature review.
Data Analysis

Data analysis included coding and identifying themes. I used an audio recorder to
collect most of the information shared during the session. The process of transcribing the
data took an extended amount of time. It was helpful to listen carefully to the recording
before transcribing to restore memory of conversation with patients. I also included all
nonverbal cues in the transcript. I reviewed the information collected from the focus
group session. [ used the interview questions as a means of gathering information on how
the social workers feel about their role in health literacy as part of an interdisciplinary
team. I read each response carefully and several times. Once complete, the qualitative
data collected were coded and analyzed for common responses and content in answering
the research question (see below). During the collection process, I used a spreadsheet in
Excel to help organize the data carefully prior to formal coding.

For effective data analysis, [ used two coding techniques. To begin, I established
emergent codes to classify each response provided by the participants regarding the

questions raised in the focus group. Categories created through inductive analysis and



36

reasoning were sorted and organized. I then identified the emergent patterns and themes
among participants. Additionally, I also examined data from existing research regarding
the question under study and compared to identify the emerging patterns that support or

refute findings of these researches.

I used thematic analysis coding to analyze the data, following the methods
outlined in Saldafia’s (2016) manual as a guide. Thematic analysis is a strategy to
identify, and then analyze and report, recurring patters (i.e., themes) within data. I
imported the coded data into the powerful qualitative analysis software MAXQDA. This
software is commonly used by social and behavioral scientists to help them collect,
organize, analyze, and visualize their data, and can be useful in a subsequent submission
for publication if desired (Darling-Hammond, 2020). In particular, MAXQDA is
effective in the analysis of data collected from the focus group. I employed the software
to detect significant relationships among themes from the coded data in order to draw
conclusions to the three research questions posed above. MAXQDA has a built-in theory
tester that will allow a rigorous identification of possible connections among the codes. In
arriving at these conclusions, I always relied on the social cognitive theory to determine
how behavior is acquired.

Credibility is one of many factors that establishes trustworthiness. It is the process
of determining if the study measures what is intended. I established credibility through
the use of parallel criteria (see Anney, 2014). I did this in several ways: first, by using a
method of challenging participants to compare their patients’ current situation or health to
the past; second, by determining if the results coincide with things that occur in the real

world (reality); and, finally, by comparing the results of questions and/or concerns from
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patients with information from today’s society. This ensured internal consistency and
rigor in the data analysis.
Ethical Procedures
I ensured that my action research project had merit and observed research
integrity. Using a formal request letter, I sought permission to interview nephrology
social workers. Additionally, I was available to ensure that I responded to all the requests
and questions raised by the nephrology social workers that I intended to interview and
clarified all the details of my action research project. Upon acceptance, I provided the
participants with informed consent forms to complete. I advised all the participants to
carefully go through the consent form prior to signing it. Additionally, I made myself
available to answer any questions and provide further clarification regarding the consent
forms. Thereafter, I ensured that the responses provided by my participants were
protected and none of their identities were revealed when writing my final action research
report. Further, I also ensured that participants were not required to share personal details
or identifiers. Finally, I also ensured that none of the participants are harmed in the
process of carrying out my action research project and also ensured that all my research
findings are accessible to all the participants of the study by providing a summary of the
findings to them. All social workers were informed that all information will be
confidential and kept on a disk and stored in a secured database.
Summary
I used qualitative measures to carry out the research. I sued a semistructured
interview guide to gather data and information in this research. The participants in this

action research project included social workers who work directly with dialysis patients
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while providing health information to enable the patients make informed medical
decisions. The methodology included a focus group with six nephrology social workers
in an effort to identify the methods and techniques of improving the clinical practice of
the social workers working with dialysis patients, patients with CKD and End Stage
Renal Disease patients to help improve the way social workers are presenting information
to patients in a way that they can understand and comprehend. Finally, I used thematic
analysis to code the data and identify themes. The next section will include detail of the

data analysis process and a presentation and findings.



39

Section 3: Presentation of the Findings

The purpose of this study was to identify how nephrology social workers
understand their roles in promoting health literacy among chronic kidney disease patients,
how they assess for health literacy, and what strategies they use to promote health
literacy, specifically within the regions of southwest rural Arkansas and eastern Texas.
To address this purpose, three main research questions included:

RQI1: How do nephrology social workers perceive their roles in providing and
promoting health literacy among patients with chronic kidney disease?

RQ2: How do nephrology social workers assess health literacy skills in patients
with chronic kidney disease?

RQ3: What strategies do nephrology social workers use to increase health literacy
in patients with chronic kidney disease?

The participants of this action research project were nephrology social workers
who aid dialysis patients experiencing chronic kidney failure and end stage renal disease.
Convenience sampling was used to identify participants and data were collected through
a focus group consisting of five social workers. All participants had knowledge of how to
provide emotional support to patients, assist with self-determination, and routinely
provided their patients with medical information that patients used to make informed
decisions about their care. This experience and knowledge enabled participants to provide
qualitative data that answered the research questions and addressed the purpose of this
research.

In the first part of Section 3, I will describe the data analysis techniques. In the

second part, I will discuss how the findings from the focus group answer the research
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question. Finally, I will provide an overall summary and analysis of the findings collected
from the participants of the focus group.
Data Analysis Procedures

Once I received Institutional Review Board (IRB) (11-14-19-0573905) approval, I
recruited participants during a 5-week timeframe in late 2019 and conducted the focus
group in January 2020. and the focus group lasted for 55 minutes. In order to facilitate
participation of participants from both Arkansas and Texas, An iPhone plus audio
recorder recorded the sessions with the focus group. The credibility of the study was
enhanced by combining both collection method. Participants were able to see both me
and each other during the focus group. This allowed me to observe non-verbal
communication and cues during the focus group. After data collection, I transcribed the
audio recording of the focus group within a week by me. I transcribed the session
verbatim into a Microsoft Word document. I then sent a transcript of the recording to all
participants for participant checking. Participants approved the transcript over the course
of 2 days. After transcript approval, I referred to the social workers as participants, and
removed their real name from the transcript to protect participant’s privacy. Next, I began
data analysis. Data analysis took about two weeks to complete. Writing up the findings
from the data took approximately 2 weeks.

Thematic analysis coded the data following the methods outlined in Saldafia’s
(2016) manual as a guide and informed by Braun and Clarke’s (2006) six step process.
After data collection, I carefully listened to the recording before beginning transcription.
I took careful note of nonverbal cues given by the participants. Nonverbal cues were

inserted into the transcript that provided greater clarity to the participants’ responses. |
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transcribed the audio-recording of the meeting verbatim into a Microsoft Word
documents to help collect, organize, analyze, and visualize their data. I read the transcript
to become even more familiar with the data (Step 1). Emergent codes identified each
participant’s response regarding the questions raised in the focus group (Step 2). These
codes were identified by reading the focus group transcript and coding passages of
meaning. The emergent codes were sorted, organized, and refined through inductive
analysis and reasoning. After initial refinement, the emergent codes were examined, and
the I identified patterns and themes from the codes (Step 3); 23 emergent codes were
identified and condensed into six main themes. The themes were then considered and
reviewed within the context of the research questions to understand how they informed
the research questions and the purpose of the research (Step 4). I then defined the themes
and completed the refinement of the codes (Step 5). Finally, I wrote up the findings (step
six) and compared the findings to the greater body of literature as a means to confirm and
validate findings.

The findings were validated through the use of parallel criteria (Anney, 2014).
This was done in two ways: first by using a method of challenging participants to
compare their patients’ current situation or health to past situations and experiences to
ensure that the anecdotes being told by the participants were representative of their
greater experience; and second, by determining if the results of the study coincide with
things that occur in the real world (reality). This was done by reviewing the findings of
the current study with other findings available in the literature. This process of parallel

criteria compared participant experiences to each other and to participants’ own past
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experiences and the overall data to other relevant findings, thereby ensuring internal
consistency and rigor in the data analysis.

Each participant reviewed the transcripts to ensure accuracy. After I transcribed
the focus group, I sent copies via email to the social workers. The social workers only
took a couple of days and reported that the transcript appeared to be correct. I also read
the transcript least ten times to check for authentication. I used a peer reviewer to assess
the data for researcher bias and to review themes and coding after the transcript was
coded and placed into common themes. A licensed certified social worker and former
Walden University doctoral candidate reviewed the information. This peer has experience
working with dialysis patients in an outpatient setting. There were no new codes reported
as needed.

Limitations

The participants addressed the healthcare team/interdisciplinary team frequently
in the focus group. A potential limitation is not including other disciplines. There would
have been a more diverse group that could have provided a wealth of knowledge to better
address the social work practice problem.

Another limitation of this action research project was that it only involved social
workers working in rural dialysis facilities in Arkansas and Texas. Findings may have
been different in the urban areas. Rural social work tends to be associated with a limited
amount of resources, and lack outside referral resources to provide the care that is needed
for patients (Zengin, 2016). This may not be the case for nephrology social workers in the

urban areas. There may be more resources and opportunities in the cities or other areas
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that would allow social workers to be more efficient in assisting patients in the area of
health literacy.

I was able to recruit the target number of participants (five) and all participants
engaged actively during the focus group. Expected limitations of qualitative data may
apply to this study, such as limited sample sizes and the potential fallacy of self-reported
data. However, I combated these limitations by collecting the target sample size and
ensuring that participants were comfortable during the focus group and encouraged to be
honest throughout the discussion.

Findings

The participants of this action research project were four nephrology social

workers, and one social worker who now works in the home health industry but
previously worked as a nephrology social worker for 3 years. The social workers, located
in Arkansas and Texas, aid dialysis patients, patients suffering from chronic kidney
failure and end stage renal disease patients. All participants had between 2 and 4 years of
experience working as a social worker specializing in renal care, and all participants held
a master’s in social work. All but one participant, Shelia, worked at a dialysis center.
Shelia worked as a home health social worker who visited dialysis patients at home to
assess psychosocial needs. All participants were female. Of the five participants, two
were African American and three were Caucasian.
Data Findings

The purpose of this study was to identify how nephrology social workers
understand their roles in promoting health literacy among CKD patients, how they assess

for health literacy, and what strategies they use to promote health literacy, specifically
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within the regions of southwest rural Arkansas and eastern Texas. Participants were given
pseudonyms to assist with data presentation. There were several themes that emerged
from the data during data analysis that can be used to address this purpose. While each
participant told a unique story and reported unique experiences, there were patterns and
themes that emerged from the participants. The themes included in this study are patient
assistance, care team support, assessment, care team communication, engaging content,
and involving families. These themes can be used to inform the research questions and
purpose.

Research question one. Research question one asked how nephrology social
workers perceive their roles in providing and promoting health literacy among patients
with CKD. Themes from the data that inform this research question included engaging
with patients and care team support. Participants indicated that they perceived their roles
providing and promoting health literacy as providing assistance to the patient was well as
by supporting the larger care team to ensure a good outcome for each patient.

Engaging with Patients. Participants reported that their role promoting health
literacy involved directly engaging with patients to help them understand their medical
needs, the doctor’s suggestions, and navigating a sometimes-daunting medical system.
Sometimes the engagement could take the form of impressing the importance of sticking
to their, the patient’s, treatment plans and sometimes even dispensing tough love.

In the most basic sense, participants expressed that they were the front lines of
education to patients. Sarah indicated that she often found that patients did not understand

their medical history, or what ultimately led to their renal failure, and that her role
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providing health literacy often started by walking through a patient’s chart with them.
Sarah said,

The intake process involves reviewing their [the patient’s] chart, figuring out what

it is, and seeing how diabetes, hypertension, or whatever it might be is related to

renal disease, because many of them aren't aware of that prior to that discussion.

So, I use [the chart] and the other materials to kind of go through that process and

what can lead to renal failure.

Shelia indicated that she often encountered patients who may have had a lot of
information, and were able to communicate that information, but did not understand what
it meant to them, or did not engage with the information on a meaningful level. Shelia
found that by engaging with her patients, she was able to get them to better connect the
information to their own health. According to Shelia,

They [the patients] have heard the transplant speech, and the modality speech a

thousand times, and could quote it back to you better. The hard part is how to get

them engaged, and how to keep them interested, and still learning new things.

Because either they're bored or they think they know it all, or it goes in one ear

and out the other.

Laura and Sarah agreed with Shelia and continued the conversation by saying that
often patients did not engage until their health started to decline. Laura said, “It usually
takes them getting sick for them to even engage and start listening to what you are trying
to tell them. That’s especially true for the young ones.” Sarah indicated that the process

of engaging the patient was vitally important, because otherwise patients would not
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follow their care plan once they left the dialysis center and returned to the normal
routines. According to Sarah,

When they go back to their social environment, when they go back home, and

they are eating what they're not supposed to eat and drinking too much, and it's

like you're starting back over when they're come in again [to the dialysis center]
and you have to talk to them again about fluid overload, and different things like
that, because you can't control their social and home environment.

Laura continued this conversation by saying sometimes the only way to reach
patients was by deploying tough love. Laura recounted a story about a patient she worked
with who had a hard time following his care plan. Laura addressed this issue head on by
dispensing well meaning, tough love. According to Laura,

I saw a patient this morning who probably comes to treatment twice in a month.

We saw him a couple of weeks ago but then he stopped coming to treatment and

we didn't see him again for a couple of weeks. So, I walked in this morning and I

told him, ‘I don't know if I need to shout or fuss.” And so my question was to him

was, ‘How do you want to live the rest of your life?’ Because now he's starting to
feel bad because he was one of those ones that didn't really believe they needed
treatment. He thought, ‘Oh I'm fine, I feel fine. I could miss two weeks.” And
he’ll miss two weeks, come back and won't have any fluid on.

Participants indicated that perhaps the largest role that played in promoting health
literacy was engaging with patients and helping them understand their treatment plan and

condition one step at a time. While each participant had a different communication style,
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all indicated that engaging with patients as at the center of their role supporting health
literacy.

Care team support. While participants did discuss the roles they played
supporting health literacy, they also indicated that they were a small part of a larger team,
and that the larger team was also critical to supporting a patient’s health literacy. Sarah
indicated this by saying,

I think it [health literacy] is very much partnership with the doctor, the nurse, and

the dietician. Like we [as social workers] have a small portion that we can help

reiterate things that they [the rest of the team] has said, and directions that they're
going with education. So, I think it is, it's not our sole responsibility, but I think
it's very important, and it is that partnership with the other aspects of treatment
that they do.

Laura agreed with Sarah and indicated that she believed she was an important
component in supporting the rest of the care team. She believed her input was a valuable
part of the team’s greater feedback and instructions to the patient, and her role as a social
worker was to connect with the patient and inform the care team of the patient’s needs in
a way the rest of the care team may not be able to do. Laura said,

I feel like I get that support from the rest of the interdisciplinary team and that I

have a say when we have team meetings to discuss a patient. As social workers

we have that skill and knowledge of cultural competency, you know, we're able to
identify more with the patients, and help the patients to make a more informed

decision about their, about their health care.
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While participants indicated that they played a role in directly educating their
patients, social workers also indicated that their role providing health literacy to patients
was to be a part of a larger team designed to treat the patient and support them in their
care. Together, these two themes (engaging with patients and care team support)
summarized the focus group data that informed research question one.

Research question two. Research question two asked how nephrology social
workers assess health literacy skills in patients with CKD. Themes from the data that
inform this research question include direct assessment and care team communication.
Much like the themes that informed research question one, the themes that informed
research question two indicated that participants believed that they had an individual
direct role in assessing health literacy skill in patients (direct assessment) and another
role as a part of a larger team that assessed health literacy skill (care team
communication).

Direct assessment. Participants indicated that direct assessment was often one of
the first things they did when new patients came into their clinics and that direct
assessments were also one of their greatest strategies to assess health literacy skills in
patients. Sarah explained the assessment process by saying,

We do an initial assessment with the patients. When they're brand new to dialysis

they usually have a lot of questions about what dialysis is, different modalities,

different ways to get dialysis, and like financial questions.

Sandra indicated that the assessments they performed was different from simply

filling out an intake sheet. The assessment involved questioning patients about their



49

health and gauging each patient’s level of education and understanding. According to
Sandra and Natalie,

Also, besides assessments, just starting where they [the patients] are, just trying to

see how much they understand about their own health condition. Because you

may find some, you ask them, ‘how did you come about being on the dialysis’,
and some of them are like, ‘I don't know.” So just really starting to see what all
they [the patients] understand, and then making sure they have the right person to
talk to about what they don't understand. Just starting where they are, asking them
what they understand, what they don't understand, what the doctor has explained
to them, and just going from there, connecting them with the right resources,
documentation wise, or referral wise to the dietician or a doctor.

While it may not be the most innovative or cutting-edge strategy for assessing
health literacy skills in patients with CKD, participants indicated that direct assessment
was still one of the most important tools in their toolbox when it came to health literacy
assessment. Participants indicated that they used this technique to ensure that they got an
accurate idea of patient’s education level, and gave patients an opportunity to ask
questions and voice their fears.

Care team communication. Participants also indicated that they had a role to play
assessing patient’s health literacy as a part of a larger team as well as individuals.
Participants indicated this team approach to assessment was effective, as some members
of the care team had more face-to-face time with patients than others. Participants

indicated that nurses and dialysis techs saw the patients a lot and were well situated to
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assess a patient’s understanding about their care plan and treatments. Sarah indicated that
they commonly used this technique at her clinic. Sarah said,
We do like a team education approach. I make one of my coworkers talk to them
[the patient’s] about something. The techs know when to talk to the patients
because the techs are close to the patients. Maybe they [the patients] feel more
comfortable asking them questions, more questions. We have those daily
homeroom meetings were we just like talking to the techs and say, ‘Hey Mr. so
and so is interested in this, can you maybe mention it to him? He likes you a lot.
He's comfortable with you, he knows you.” And I think maybe that helps in being
comfortable with somebody.
Shelia agreed with Sarah and added her own experience into the discussion. According to
Shelia,
I liked what Sarah said because when I worked in a smaller clinic, the techs were
awesome. They would pick upon all the gossip and tell me, ‘Hey, this person is
struggling with this, can you talk to them about it?” And then in turn I'd also say,
‘Hey, this person's really forgetting to bring this in. Will you show them what we
need?’ But really involving the techs because they that have that relationship built
with the patients and the nurses too.
These anecdotes from Sarah and Shelia indicated that while the participants did
their assessments of the patient’s health literacy, they also relied on input from the rest of
their care team to understand where patients struggled. By combining their information

and opinions about a patient with the doctor’s, nurse’s, and tech’s understanding,
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participants could better serve their patients and accurately assess which patients needed
more support to strengthen their health literacy.

Research question three. Research question three asked what strategies do
nephrology social workers use to increase health literacy in patients with CKD. Themes
pulled from the data related to this research question included engaging education and
involving families. Participants indicated that they used both these strategies to engage
patients in education and to keep them invested in learning more and preserving their
health.

Engaging education. Participants reported that often the best strategy to educate
patients was to educate them in a way that was engaging and did not rely on material they
may have heard many times before or that was boring to them. Shelia explained that even
while in the midst or aftermath of kidney failure, patients do not always know even the
basic information and that the best way to provide them with that information was to do it
face to face and empathetically. Sandra said that she and her clinic take the time to
explain it to patients, sometimes starting at the very beginning. According to Sandra,

Basically, anybody who's in the stages of kidney failure, you sit down, and they

literally go over everything that we've been talking about, about the toxins in your

body, what your kidneys actually do, it starts from the very beginning. And like

Sarah said, it's simple for even me to understand or somebody with less education,

but it can be confusing. Your kidneys do a lot more than we realize.

Sarah, Natalie agreed with Sandra and said that her clinic formalized the process
of engaging in this direct education by creating a Kidney Smart class. Sandra indicated

this class is very popular among the patients. According to Sandra,
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I also used to help with the Kidney Smart class. And so that was amazing, seeing
the people that were on the journey to dialysis at different stages, but weren't quite
there [education wise], and all their questions. And a lot of them were just
completely clueless about one why they're in the situation they're in, what got
them there, and what the future was like. So that class was amazing even for me
as a social worker who worked there for years, sitting through one of those really
helped me out.

Sarah and Shelia both agreed that their clinics had a similar Kidney Smart class
and they found it to be an engaging way of educating participants. Shelia even said, “I
learned a lot from that class.” Sarah agreed by saying, “I did too when I took it.” Shelia
went on to describe other ways she found to engage patients in health education that was
not boring or tedious. According to Shelia, one strategy she found particularly engaging
was playing educational games. Shelia said,

We did a lot of bingo, and they [the patients] loved it and they got prizes to wear.

We did different games, and they loved it. I think like one of them was naming

high potassium foods, and so then you get them engaged in shouting out answers,

and it made it fun.

By using games and face-to-face education to engage patients in health education,
participants found that they were able to achieve deeper learning with their patients then
by using other forms of less direct education. Participants indicated that these methods
were more effective than some traditional education materials, like the distribution of

informational brochures or handouts. However, participants also indicated that they had
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discovered other effective ways of engaging patients in health education, such as by
getting the patient’s families involved.

Involving families. Participants indicated that they often involved family
members in the education process when patients first came to their clinic or become
enrolled in treatment for renal failure. By doing this, patients felt more supported in the
process, and there was another educated individual watching out for patient’s health.
Shelia indicated that, in her experience, patients often did not immediately notice the
nuances of renal health education, and that by involving families in the education
process, more information was likely to be absorbed. According to Shelia,

I’ve noticed that some things, maybe the patient didn't pick up on, but the family

could pick up on. And so, when they [the patient] went home the family member

would say, ‘Hey, did you remember blah, blah, blah.” And so, to me, it was
beneficial to have more than one person there [during the education process].

Because they probably caught one of every five things, and then if their family

member caught one of every five things, and you could have two of five.

Other participants agreed with this statement, and recounted times when family
members were beneficial to patients during the education process. Laura said that they
often encouraged family to come to their Kidney Smart classes, and that family members
were a real support to patients during the education process. According to Laura,

I remember there were so many family members who were scared [during the

Kidney Smart class]. To have that safe environment where patients were able to

ask questions but then they were allowed to bring their family members. And I

noticed that the family members became very engaged in it. And I don't know if
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the family member was engaged before the class, but during the class they were

asking questions. It was just a beautiful process.

The themes that emerged from the data indicated that patients and social workers
worked as individuals and as part of a larger team to assess patient’s health literacy and
improve patient’s health literacy. Participants indicated strategies and practices used
individually by the participants to assess and promote health literacy could often be used
on a larger scale by the rest of the care team or by the patient and the patient’s family.
Unexpected finding

When or if a patient did not show for an appointment, participants of the study
thought the healthcare team needed to make phone calls to see what was going on, and
also ask if the patient would like to re-schedule their treatment. The participants in the
study stated that they had homeroom meetings with the staff explaining the importance of
treatment adherence. The staff stressed that they felt like the patients were adults and old
enough to make their own decisions, but they also stated that they were willing to do their
part in educating patients on treatment modalities, and the importance of dialyzing as
prescribed in order for the patients to make better-informed decisions about healthcare.
This was a finding that was not expected by the researcher and represents an area of
discussion and potential future research that will be discussed in Section 4.

Summary

The purpose of this study was to identify how nephrology social workers
understand their roles in promoting health literacy among CKD patients, how they assess
for health literacy, and what strategies they use to promote health literacy, specifically

within the regions of southwest rural Arkansas and eastern Texas The data was gathered
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from a focus group that included five participants working as social workers in dialysis
care centers or in-home health. To address the purpose of the study, three main research
questions were asked.

Themes related to how nephrology social workers perceive their roles providing
and promoting health literacy included engaging with patients and care team support.
Themes related to assessment skills included direct assessment and care team
communication. The research question related to strategies used to increase health
literacy in patients with CKD elicited themes of engaging education and involving
families.

Section 3 presented the results of the study, including data analysis procedures
and findings from the data. Section 4 will include a discussion of this research’s
application in professional ethics and social work practice. In that section the researcher
will also make recommendations for social work practice and discuss the implications

this research has for social change.



56

Section 4: Application to Professional Practice and Implications for Social Change
Introduction
The purpose of this study was to help understand the roles of nephrology social

workers in health literacy and how they relay health information to their patients in the
healthcare industry. The findings may aid in the identification of how nephrology social
workers understand their roles in promoting health literacy among CKD patients, how
they assess for health literacy, and strategies they use to promote health literacy. Data
were collected through a focus group with participants from southwest rural Arkansas
and eastern Texas. The purpose of the study and research questions were answered by
five themes. The themes were care-team support, patient assistance, content engagement,
care-team communication and assessment, and family involvement.

An essential finding in the study was an increasing need for high interaction and
engagement between social workers, doctors, and the whole nephrology team with their
patients. Interaction and engagement should focus on issues regarding their dialysis
routines and medical planning. This finding indicates the need for a team approach
instead of only the social worker carrying out the duties of each discipline of the
interdisciplinary team. The finding also may be used to encourage social workers to
continue to seek continuing education on health literacy in order to educate patients and
empower them to be more active in their care. Social workers can also take the lead to
educate the healthcare team and other healthcare personnel on health literacy.

The findings also could be used to focus on what was needed to address limited
health literacy. One key was making educational materials that address limited health

literacy widely available. Another key included assessing health literacy upon admission
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to a dialysis facility, and before being discharged from the hospital. This process would
require more defined roles and responsibilities for assessment.

This section includes recommendations on how nephrology social workers can
promote health literacy among patients suffering from CKDs and how they can assess the
disease in the future. The section also includes the limitations that were encountered in
the process of carrying out this research project and provides additional suggestions and
recommendations on how future research in this area of study can be improved.

Application for Professional Ethics in Social Work Practice

There are two principles from the NASW code of ethics that relate to how
nephrology social workers understand their roles in promoting health literacy among
CKD patients, how they assess for health literacy, and what strategies they use to
promote health literacy, specifically within the regions of southwest rural Arkansas and
eastern Texas. One of the ethical principles that nephrology social workers must hold is
to respect the inherent dignity and worth of the person (NASW, 2017). In nephrology
social work, social workers have the ability and resources to be initiate change in a
patient’s life and to make a significant difference. The core value of dignity and worth of
the person (NASW, 2017) holds a social worker accountable for doing what is right and
in the best interest of patients. As stated previously, it is essential to note that many
nephrology social workers will encounter patients of different ages, ethnicities, religious
backgrounds, etc., which could impact the level of understanding the patient has of their
renal failure and medical history. Although many of the patients in renal care may be
different, it is vital that social workers treat each patient with dignity and respect as they

care for them in the healthcare setting. As a social worker, it is also essential to be
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mindful and educated on the differences among the patient population. Social workers
must also be knowledgeable on how to make modifications if necessary, to educate
patients on their renal failure and other health conditions. Social workers must present
current and updated information in regard to patients’ health.

Social workers must value the dignity of each patient while honoring the patient’s
right to self-determination. Social workers must allow patients to make their own
decisions as they relate to their care or treatment. During decision making, nephrology
social workers have the responsibility to educate and guide patients and to give each
patient a sense of empowerment. Empowering patients helps them find their dignity and
worth as an individual.

The second relevant ethical principle is competence (NASW, 2017). Nephrology
social workers must work to continue to expand their knowledge of the factors that could
impact a patient’s treatment outcome as well as the updates of the transplant process.
While nephrology social workers have the responsibility to constantly expand their
knowledge within the field of renal failure, they must also remain practical and practice
within their area of understanding. With renal patients who may often be more vulnerable
and unable to advocate for themselves adequately, it is vital that social workers serve as a
voice for them. Nephrology social workers must continue to seek to build on their
knowledge and expertise and apply this to their practice in renal care. Social workers
must also participate in continuing education training related to social work practice and
ethics of social work.

The NASW code of ethics guides the clinical social work practice of nephrology

social work and reflects their core values. Nephrology social workers must provide
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patients with treatment options before their start of renal care. Providing options reflects
the idea of social workers promoting clients’ right to self-determination. Social workers
work as part of a treatment team to make contributions to patients’ outcomes as they
relate to patient engagement, medical history, and adequacy of dialysis treatment.
Nephrology social work encourages and promotes quality of life as recognized by the
patient, their family, and caregivers by honoring their originality, freedom, and decisions.
Social workers promote general well-being through all phases of care: prevention,
diagnosis, management of their chronic illness, treatment, and endJofl life care.
Nephrology social workers must always practice with responsibility, confidentiality,
ethical principles, and without conflict.

Recommendations for Social Work Practice

Nephrology social workers are often presented with opportunities to broaden their
knowledge of renal health to improve their patients’ outcomes and to make a difference
within their lives. The findings may also impact the practice of nephrology social workers
by promoting the importance of their role as an advocate for any policy improvements to
meet the needs of patients. The practice of nephrology social workers may shift more
towards a focus of providing interventions for emotional distress that, if untreated or
unaddressed, would lead to the prevention of patient’s health improving.

According to the NASW (2017, p. 2), “social workers seek to enhance clients’
capacity and opportunity to change and to address their own needs.” Nephrology social
workers working in a renal care facility should work to help address any emotional issues
that patients may have during their time of treatment. To improve treatment or health

outcomes, social workers need to address the well-being of patients, so patients can self-
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manage. Nephrology social workers work hard as members of the interdisciplinary team
to support patients in their phase of treatment. Social workers have an essential set of
skills and knowledge to provide interventions for patients who may be experiencing
negative feelings as a result of their current health state. Social workers should continue
to use evidence-based approaches while working with all patients to address any signs of
depression or negative feelings. These are feelings that may occur as a patient is
attempting to cope or adjust to their renal failure.

I recommend two action steps for nephrology social workers to take while
working with patients with renal failure. One action step is to research and become more
knowledgeable on the resources such as support groups or financial/emotional sources
that could help improve patients’ quality of life. Improving patients’ quality of like could
be accomplished by providing supportive counseling to patients and those around them.
Supportive counseling includes providing a patient’s family with valuable information as
it relates to the patient’s diagnosis. “Family psychoeducation is the most effective type of
intervention used in working with families who have a member with a chronic illness”
(Callahan, 2011, p.445). If a nephrology social worker does their part on educating the
family about health literacy, this could improve the possibility of a patient complying
with the medical attention that they need. A patient’s compliance depends upon their
understanding, perception of treatment outcome, and how vulnerable they allow
themselves to become during this troubling time. A healthy family system can promote a
patient’s quality of life and support the patient in following through with their treatment
plan. The goal of including family is to help patients start the process of healing and

returning to activities they once enjoyed before their diagnosis.
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The second action step that I would recommend for nephrology social workers to
focus on would be the idea of assisting patients with understanding the rights and
responsibilities that they have as a patient. There are specific things within the situation
that a patient may not have control over, but they can control the amount of effort they
put into their care. “Social workers seek to enhance clients' capacity and opportunity to
change and to address their own needs” (NASW, 2017, p.6). Nephrology social workers
must respect patients’ rights to make choices based on informed consent.

It is recommended that social workers incorporate the use of information
technology to provide detailed information to patients diagnosed with CKDs. Information
technology solutions for communication and education are useful in hospitals because of
their ease of use and brevity. According to Dageforde and Cavanaugh (2013), low health
literacy is associated with less use of information technology devices such as computers
to research medical conditions associated with kidneys and related medical conditions.
For instance, patients can use mobile phones with programs that assist them in tracking
their medicine use and diet changes. Patients that use technology in their healing process
may report changes in medical plans that will help improve health literacy.

There is a need for boosting of doctor-patient relationships before initiating
medical interventions. The relationship between patients and doctors is significant in the
treatment process and the outcome of patients. According to Campbell et al., (2016),
good doctor-patient relationships are imperative because they help increase the
knowledge of patients regarding kidney diseases and how they can be managed and
treated. Therefore, it is recommended that social workers form good relationships with

patients in the healing process.
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As a licensed master social worker, I will be better prepared to take a more active
role within the dialysis facility to get involved in projects to help patients become better
educated and better able to make more informed decisions in their healthcare, to help
limit hospital admissions and readmissions. The findings from this project will also
motivate me to learn more about health literacy and become a more informed advocate
for patients with low health literacy. It will also help me to advocate for screening tools
for health literacy upon admission to the dialysis facility. I will also be better prepared to
consult more with patients during kidney smart classes before the patient is admitted.

Transferability depends on the degree to which findings are useful to people in
different settings, is not like other aspects of research in that readers determine how
relevant the findings are to their situations (Connelly, 2016). Personal views expressed in
focus groups would interchange according to the social worker framework of the focus
group representation. The findings of the study could be transferred to the field of social
work practice by focusing on experiences in a way that other clinical social workers can
consider the problem. Focusing on how important the public health issue of improving
health literacy provides the foundation for transitional care interventions to help improve
this public health issue of low health literacy. Clinical social workers can be the voice of
reason for the patients by being advocates as well as gaining knowledge on improving
health literacy that will, in return, help enhance their practice.

The broader area of social work can use the results of this project to recognize that
health literacy is a social problem that affects communities and individuals. Social
workers need to recognize that in the hospital or dialysis setting, the detection of

inadequate health literacy can occur. Social workers can help improve communication
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skills with patients to help alleviate some of the deficits. Social work is committed to
community-level evidenced-based intervention that includes community organizing and
advocacy, added is the skills and values needed to implement effective health practices
related to health literacy. Social workers need to engage in ongoing work and efforts to
create programs related to raising awareness of functional health literacy that include
guidelines for public health information. Social workers can use education, counseling,
and advocating to address health literacy issues with the social work boards and the
Council of Social Work Education to include information about addressing health literacy
in the educational curricula.

A limitation of the study is that the focus group recruited social workers in only
two closely related regions, and there was only one focus group conducted. Opening the
focus groups to other areas would have allowed for a comparison of how health literacy
is addressed in other areas and could have gained insight from other regions. There is the
possibility that if there have been more focus groups conducted, it could have yielded a
variety of answers and responses. Generally, focus groups are vulnerable to biases
because some participants may be unwilling to discuss the real situations that they
experience with their patients. The reliance on focus groups as a data collection tool is
based on the participant's prejudice. In this case, the responses issued by participants to
the researcher may fail to give the real answers to the questions administered to them,
thereby failing to achieve the overall objective of the research project. Some participants
may resort to giving responses that do not provide a clear reflection of the happenings in

their line of work. Therefore, it is highly recommended that researchers seeking to carry
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out related studies in the future should adopt structured questionnaires to reduce potential
for subjectivity and bias in their research studies.

One way to disseminate the findings of this project is by speaking at a conference
or making a poster presentation at the local Council of Nephrology Social Workers
meeting. Another way to disseminate information could be through publishing a journal
article through the Journal of Social Work. The process of disseminating information
through these avenues may allow me to reach other social workers and have a more
significant impact on policy and programming.

Implications for Social Change

Perceiving constraints in clinical social work practice and overcoming these
restrictions can affect positive social change. Recognizing challenges and hindrances to
people with low health literacy can influence constructive change at the micro, mezzo,
and macro levels of social work practice. On the micro-level, social workers can identify
people with low healthcare literacy and provide interventions to overcome difficulties in
obtaining maximum health outcomes. Identifying people with low healthcare literacy can
impact their healthcare results and enable people to assume individual responsibility for
their welfare, which over some time can assist them with overcoming chronic disease
health-related problems. On the mezzo level, social workers can advocate inside their
associations for positive social change by pushing for healthcare education screenings
(Schulz & Northridge, 2004). Changes in healthcare literacy screening policies can
reduce expenses to the healthcare facilities and the individual, reduce hospital admissions
and hospital readmissions. On the macro level, social workers can advocate for national

social work associations to spread information in regards to healthcare proficiency. They
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may also require knowledge in the social work educational program and proceed with
training and work with other healthcare experts to enhance skills for healthcare literacy.
Each degree of engagement can reduce healthcare costs significantly for people and
organizations.
Summary

Health literacy is vital to the care and outcome of approximately 350,000
hemodialysis patients across the United States due to the compound nature of kidney
failure and end-stage renal disease. This research project aimed at investigating how
nephrology social workers in the dialysis setting provide and promote health literacy to
patients with CKDs. Social workers play an essential role in patients' health literacy by
working together with larger teams known as interdisciplinary teams to direct
psychosocial assessment of the dialysis patients. Direct communication of social workers
with their patients as part of a care-team communication was an integral part of
promoting and providing patient health literacy and the promotion of health literacy by
carrying out engagement education of patients to equip them with primary health
education. These findings summarize the significant roles of social workers in providing
and promoting health literacy. Also, these findings may raise medical awareness for
patients, thus helping them to adhere to the required treatment plans and understand their
medical conditions. The findings gathered through this research project provide solutions
that are used by nephrology social workers to raise awareness by providing and

promoting health literacy for patients with CKDs.
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Appendix A: Participant Demographic Questionnaire
. What is your employment status?

. How long have you been a nephrology social worker?

. What is your level of education?

. What other titles or roles do you possess at the dialysis facility?
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Appendix B: Interview Questions for Focus Group
How do you engage patients in learning more about their health condition?
What are the most difficult parts of educating patients?
How do you perceive your role as a social worker related to health literacy
education?
How do you assess your patients’ health literacy?
What strategies do you use to help patients grow in their health literacy?
What improvements do you think if any can be made to help patients better

understand the transmission of health literacy, and health care information?
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