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When evaluation or research participants are incapable of
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applied value and unless equally effective alternative proce-
dures that do not involve waiver of consent are not feasible.
Social workers should inform participants of their right to
withdraw from evaluation and research at any time without
penalty”

PEER REVIEW PROCESS

Manuscripts submitted to JNSW are peer-reviewed, with the
byline removed, by at least two Editorial Board members. The
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To qualify as an original manuscript, the article or a ver-
sion of the article must not have been published elsewhere.
The author(s) must inform the editor if the manuscript is
being reviewed for publication by any other journals. Once
accepted for publication by the editor, the author(s) cannot
make revisions to the manuscript.
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original research on any topic related to renal social work.
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tific commentary about materials published in the JNSW or
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MANUSCRIPT SUBMISSION PROCESS

Important Update: JNSW now has an optional MS Word
template available for preparing your article. Using it will
enhance the production process. To obtain this template,
send an email with “Template Needed” in the subject line to
jnsw@kidney.org.

Note: A sixth edition of the APA style guide has been pub-
lished. However, there were errors in the first printing which
were corrected in subsequent printings. For now, JNSW will
adhere to the fifth edition.

Manuscript Format. Manuscripts should be formatted
according to the rules laid out by the Publication Manual of
the American Psychological Association, Fifth Edition. What
follows is a brief synopsis of the broader style points used
by the APA.

Manuscripts should conform to the following guidelines:
Text should be double-spaced, set in 12-point type (pret-
erably Times New Roman) and have 1-inch margins
along all sides of every page. Starting with the title
page, pages should be numbered in the upper, right-
hand corner and should have a running head in the upper
left-hand corner. The running head should be a shortened
version of the manuscripts title and should be set in all
uppercase letters. The first line of every paragraph in the
manuscript should be indented, as should the first line of
every footnote.

Order of the Manuscript Sections

6) Author note
7) Footnotes
8) Tables

9) Figures

1) Title page
2) Abstract
3) Text

4) References

5) Appendices 10) Figure captions

Title Page. The manuscript's title page should contain the
title of the manuscript and the name, degree, and current
affiliation of each author. Authors are generally listed in
order of their contribution to the manuscript (consult the
APA style guide for exceptions). The title page should also
contain the complete address of the institution at which the
work was conducted and the contact information for the
primary author. A running head (a shortened version of the
manuscript's title) should be set in the upper left-hand corner
of the page, in all uppercase letters. Page numbering should
begin in the upper right-hand corner of this page. With the
exception of the page numbers and running heads, all text on
the title page should be centered.

Abstract. The manuscript's abstract should be set on its own
page, with the word “Abstract” centered at the top of the
page. The abstract itself should be a single paragraph with no
indentation and should not exceed 120 words. All numbers—
except for those that begin a sentence—should be typed as
numerals. Running heads and page numbers should continue
from the title page.
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Text. The text (or body) of the manuscript should begin on
a new page, after the abstract. The title of the manuscript
should be set at the top of the first page, centered and double
spaced. Running heads and page numbers should continue
from the abstract.

References. The reference list should begin on a new page,
with the word “References” centered at the top of the page.
Entries should be listed alphabetically, according to the pri-
mary author's last name, and should conform to APA style
(see sample references provided). Running heads and page
numbers should continue from the text. Do not use software
functions that automatically format your references. This
can cause the references or formatting to be lost when the
manuscript is typeset.

Appendices. Each appendix should begin on a new page and
should be double spaced. The word “Appendix” and the
identifying letter (A, B, C, etc.) should be centered at the top
of the first page of each new appendix. Running heads and
page numbers should continue from the references.
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disclosure information at the end of the article.

It should begin on a new page with the words “Author Note”
centered at the top of the page. Each paragraph should be
indented. Running heads and page numbers should con-
tinue from the last appendix. Consult the APA style guide for
further details on the structure of an author note.

Authors must include a two-sentence disclosure. The author
note should include this disclosure (source of funding,
affiliation, credentials) and contact information: “address
correspondence to” primary author.

Footnotes. A footnote should be indicated in the text of the
manuscript with a superscript Arabic numeral to the right
of the pertinent material. The footnotes should be listed on
a separate page with the word “Footnotes” centered at the
top of the page. They should be listed sequentially, with the
first line of each note indented. Running heads and page
numbers should continue from the author note. Do not use
software functions that automatically format your footnotes.
This can cause the footnotes or formatting to be lost when
the manuscript is typeset.

Tables. All tables should be double spaced and each
should begin on a separate page. Tables are numbered
sequentially according to the order in which they are
first mentioned in the manuscript (Table 1., Table 2., etc.)
and are given an appropriate title that is centered at the
top of the page. Table Notes should be a single, double-
spaced paragraph, set after the last line of data. The first
line should be flush and begin with the word “Note.” Please
submit all table files in black and white (grayscale), high-
resolution format.

Table footnotes should be set in lowercase, superscript letters,
immediately to the right of the pertinent data. The footnotes
themselves should appear below the table, after the Table

Notes (if any). Table footnotes should begin anew with each
new table. If a table has been previously published, the author
is required to submit a copy of a letter of permission from
the copyright holder; and must acknowledge the source of the
table in the manuscript’s reference section. Running heads
and page numbers should continue from the text footnotes
section.

Figures. Figures are also numbered consecutively, accord-
ing to the order in which they appear in the manuscript.
The convention Figure 1., Figure 2., Figure 3., etc. should be
followed. In cases where the orientation of the figure is not
obvious, the word TOP should be placed on the page, well
outside the image area, to indicate how the figure should be
set. If any figure has been previously published, the author
is required to submit a copy of a letter of permission from
the copyright holder, and must acknowledge the source of
the figure in the manuscript’s reference section. Running
heads and page numbers should continue from the tables.
Please submit all figure files in black and white (grayscale),
high-resolution format.

Figure Captions. Each figure in the manuscript must have
a caption, formatted as follows:

Figure 1. Exemplary formatting for all figure captions.

All figure captions should be listed on a separate page,
according to the order in which they appear in the manu-
script. Multi-line captions should be double-spaced.
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The Festering Crisis of Inadequate Nephrology Social Work Staffing:

What are the Options for Improvement?

William A. Wolfe, MSW

Women'’s Institute for Family Health of Philadelphia, Philadelphia, PA

Staffing has long been identified as a structural measure of quality in healthcare. In spite of this, it has not been accorded
prominence in the CMS End-Stage Renal Disease (ESRD) program. Among the major consequences has been the absence
of research on dialysis clinic staffing which could serve as a basis for developing evidence-based standards. In lieu of such
standards, there has been a widespread arbitrariness in decision making about staffing, which has contributed to adverse
patient outcomes and distress among the different disciplines trying to provide care. Largely ignored in these evolving
developments has been the festering crisis in nephrology social work staffing, its ramifications for patients’ psychosocial
concerns not being addressed, and concomitant potential for the exacerbation of medical issues. This study provides a
broad overview of these issues with social work staffing, and also suggests some pragmatic alternatives that could help

mitigate the problem.

INTRODUCTION

Of all the subspecialties in medical care research, it has
been demonstrated that social work intervention with
end-stage renal disease (ESRD) patients has perhaps the
greatest potential for impacting outcomes and costs. For
example, depression is a widely prevalent problem among
this patient population (Abdel-Kader, Unruh, & Weisbord,
2009; Battistella, 2012), and has been found to be associated
with an increased risk for hospitalization and premature
death (Lopes et al., 2004). Studies have established that
therapeutic interventions by nephrology social workers
can reduce the severity of depression (Johnstone, 2007),
thus potentially mitigating complications and the associ-
ated costs. A second major problem common in ESRD
patients is the struggle to limit fluid intake, as measured
by excessive weight gains between treatments (Pace, 2007).
Nonadherence to fluid restrictions can cause serious medi-
cal complications, including congestive heart failure (CHF)
(Shotan, Dacca, Shocat, Kazatsker, Blondheim, & Meisel,
2005), exacerbation of hypertension (Rahman, Fu, Sehgal,
& Smith, 2000), acute pulmonary edema (Abuelo, 1998),
and earlier death (Kalantar-Zadeh et al., 2009). Research
has similarly demonstrated that when nephrology social
workers have adequate time for interventions they can
help patients to better adhere to their fluid restrictions
(Johnstone & Halshaw, 2003), thus lessening the chances
of these complications. Missed and shortened treatments
are a third common problem (Gordon, Leon, & Sehgal,
2003; Obialo et al., 2008) that studies have shown to result
in increased morbidity and mortality risks (Obialo, Hunt,
Bashir, & Zager, 2012; Saran et al., 2003). Again, investiga-
tions have demonstrated that when social workers have
adequate time for therapeutic involvement, they can help
decrease missed and shortened treatments (Cabness, Miller,
& Martina, 2007), thus lessening the associated medical
risks. Noteworthy has been Johnstone’s leadership in intro-
ducing tools social workers can use to ease patients’ initial
adjustment to treatment (Renal Business Today, 2013).

Finally, psycho-educational intervention by social work-
ers has been shown to enhance medication adherence and
improve chronic conditions such as blood pressure control
(Beder, Mason, Johnstone, Callahan, & LeSage, 2003).

In spite of this demonstrated ability of social workers to pos-
itively influence patient outcomes through interventions,
there remains a host of psychosocial problems impacting
this patient population (Bakir & Dunea, 2001; Fink &
Henrich, 2001; Foster, 2008; Hegde, Vels, Seidman, Khan,
& Moore, 2000; Kimmel & Peterson, 2008; Santos &
Arcanjo, 2013; Watnick, Kirin, Mahnensmith,
& Concato, 2003; Wellington, 2000) which are inadequately
addressed. Notwithstanding unknowns about the full extent
to which these problems might be contributing indirectly
to an exacerbation of morbidity and mortality risks, there
is overwhelming evidence that social workers lack suffi-
cient time for mandated involvement with patients (Bogatz,
Colasanto, & Sweeney, 2005; Callahan, Witten, & Johnstone,
1997; Merighi & Collins, 2011; Merighi & Ehlebracht,
2002; Merighi & Ehlebracht, 2004; King, 2003). This has
constituted a “hidden crisis” which, by definition, has been
largely ignored in the literature. The purpose of this study
is to provide an encapsulated overview of inadequate staff-
ing. Within the sequence that follows, there is first a review
of evidence supporting a crisis in nephrology social work
staffing. Next, because the problems related to staffing with
social workers are not an isolated phenomena, a brief foray
is made into the broader context of staffing as a longstand-
ing neglected issue in the Medicare ESRD program. Finally,
options for facilitating improvements in nephrology social
work staffing are discussed.

EVIDENCE OF A CRISIS IN NEPHROLOGY
SOCIAL WORK STAFFING

The architects of the ESRD program had the wisdom
and foresight to recognize that patients would have many
psychosocial needs adjusting to the disease and its treat-

Direct correspondence to: William A. Wolfe, MSW, 422 West Chelten Avenue, Philadelphia, PA 19144; 832.528.3404; wol2will@aol.com
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ment, thus the mandated requirement for social workers
(Department of Health, Education, & Welfare (HEW),
1976). With similar foresight, in 1983 the National Kidney
Foundation Council of Nephrology Social Workers (NKF-
CNSW) set forth recommended guidelines for staffing
which called for one full-time social worker for every
75 patients (NKF-CNSW, 1987). Unfortunately, this
recommendation has had little influence in limiting the
actual patient workloads for which these professionals have
had responsibility.

Tracing the crisis in staffing, evidence reveals it has been an
evolving phenomenon over the 40 years of the ESRD pro-
gram. Among the earliest observations was an Institute of
Medicine study, Kidney Failure and the Federal Government
(Rettig & Levinsky, 1991), which noted that the staffing of
social workers decreased during the 1980s, rendering these
professionals to those who perform “minimal routine func-
tions rather than essential counseling considered optimal
for patient care” Overlapping with these observations made
during the 1980s, the NKF-CNSW Executive Committee
conducted a two-part survey, between June 1983 and June
1988, which was prompted by concerns regarding the
quality of social work services provided in dialysis facili-
ties (NKF-CNSW Executive Committee, 1989). Among
the major findings of the survey was that many patients
did not have access to a social worker. This inaccessibil-
ity was found to be due to social workers’ reduced hours,
and having to travel between multiple clinics (which could
sometimes be 50 miles apart). Evidence also surfaced dur-
ing this period that excessive caseloads were contribut-
ing to the limited time social workers had available for
patients. Davenport, Itschaki and Siegal (1993) reported,
for example, that the mean caseload was 120 to 152 patients,
with a high of 400 per single worker. In a second survey by
the NKF-CNSW in 1994, conducted in conjunction with
the American Association of Kidney Patients (AAKP),
40 percent of patients reported that they did not have
access to a social worker when they needed one (Siegal,
Witten, & Lundin, 1994). In 1997, Callahan, Witten, and
Johnstone summarized key facts known about the evolv-
ing crisis in staffing to that date, which included: major
increases in patient caseloads over the preceding ten years,
and an emerging widespread practice among dialysis pro-
viders of imposing nonclinical tasks on social workers,
which was undermining their ability to provide mandated
clinical services. Reinforcing this evidence, Merighi and
Ehlebracht (2002) reported on a survey, conducted by the
Northern California CNSW Chapter, which found that
social workers were spending, on average, a combined 13
hours weekly on clerical and insurance-related tasks, and
only 10 hours counseling patients. Also in 2002, the New
York Metropolitan CNSW Chapter published the results
of its survey, which looked at the discrepancy between the
roles of social workers and tasks expected of them (Russo,
2002). The survey revealed that instead of engaging in
the patient-oriented tasks that their professional educa-
tion prepared them to perform, a large number of social

workers were doing “menial tasks” (e.g., arranging trans-
portation, acting as a “bill collector” with patients), which
were mainly imposed as cost-saving measures. Echoing the
inaccessibility problems identified in earlier surveys of the
1980s and 90s, the National Kidney Foundation conducted
a study in 2003 finding that 17 percent of patients “almost
never” saw their social worker (King, 2003). Continuing
with the evidence on the distractive burden of nonclini-
cal tasks, Merighi and Ehlebracht (2004) reported on a
national survey of dialysis social workers discovering that
full-time workers spend approximately 17% of their time
each week on insurance-related tasks, 15% on clerical tasks,
15% on patient charting, and only 15% counseling patients.
Replicating the ever-growing evidence in this area, Bogatz,
Colasanto, and Sweeney (2005) published the results of
a survey, conducted by the Connecticut CNSW Chapter,
which dramatically highlighted the struggles social workers
were having. Among the findings were that 52.1 percent of
social workers did not have time for psychosocial evalua-
tions of patients; 73 percent indicated there was insufficient
time for counseling; and 72.2 percent said there was not
enough time for patient education. It is pertinent to note
that a 2005 report found an association between these
nonclinical tasks and emotional exhaustion among social
workers (Merighi & Ehlebracht, 2005). The most recent evi-
dence of the continuing crisis in staffing was a 2011 analysis
examining the challenges confronting social workers since
the implementation of the newest Centers for Medicare and
Medicaid (CMS) Conditions for Coverage (C{Cs) for ESRD
facilities in 2008 (Merighi & Collins, 2011). Reinforcing the
evidence accumulated over the years, investigators conclud-
ed that unrealistic patient workloads and nonclinical tasks,
combined with the additional documentation require-
ments of the 2008 CfCs, were severely stifling social work-
ers ability to meet their CMS-mandated responsibilities
with patients.

While there appears to be overwhelming evidence of a crisis
related to social workers’ inability to provide timely inter-
ventions, not known are its implications for exacerbating
patient suffering, undermining the achievement of optimal
outcomes and increasing costs. For example, while it has
been demonstrated that social work interventions can help
mitigate symptoms of depression (Johnstone, 2007), the
medical and financial ramifications of these professionals
not being able to provide sufficient therapeutic interven-
tions are yet to be determined through research. The depths
of the unaddressed needs in this area are suggested in sta-
tistics showing that only 16 percent of patients initiating
dialysis are receiving help with their depression (Watnick,
Kirwin, Mahnensmith, & Concato, 2003). Given that social
workers can also help enhance adherence to fluid restric-
tions (Johnstone & Halshaw, 2003), not known are the con-
sequences of not being able to provide more interventions
to prevent increasing hospitalizations due to exacerbations
of hypertension and congestive heart failure (CHF). These
consequences could be quite significant given data showing
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that 70 to 80 percent of patients are not able to adhere to
their fluid restrictions (White, 2004).

THE BROADER SCOPE OF STAFFING AS A
NEGLECTED ISSUE IN THE ESRD PROGRAM

Itis important to emphasize that the problems and unknowns
related to nephrology social worker staffing are not isolated
phenomena, but appear to be symptomatic of much broader
problems in the ERSD program related to the subject of
staffing (Wolfe, 2011). Most of the broader problems can
probably trace their origins to the combination of a lack of
priority given to staffing by CMS, and ambiguities in the
regulations set forth in the CfCs for ESRD facilities on the
subject. Both the initial CfCs issued in 1976 (HEW, 1976)
and the newest regulations in 2008 (CMS, 2008) describe
proper dialysis staffing occurring when:

An adequate number of qualified personnel are
present whenever patients are undergoing dialy-
sis, so that the patient/staff ratio is appropriate
to the level of dialysis care given and meets the
needs of patients.

The fundamental problem with this regulatory statement
would seem to be the vague phrase “adequate number
of qualified personnel;” which has remained undefined
throughout the 40 years of the ESRD program. Given this
area’s total absence of regulation in most states (Wolfe,
2011), dialysis providers have had virtually unchallenged
discretion in defining adequacy. The arbitrariness of deci-
sion making that has taken place over the years probably
accounts for widely-fluctuating staffing ratios. For example,
some nephrology social workers have 110 patients, and oth-
ers have as many as 425 (Merighi, Browne, & Bruder, 2010).
Within the Donabedian (1966) classic “structure, process,
and outcome” model of measuring quality in healthcare,
such wildly divergent staffing patterns would inescapably
affect patient outcomes.

Evidence of the broader scope of problems and questions
related to staffing can probably be best illustrated by looking
briefly at the challenges other disciplines have also faced.
Beginning with nephrologists, most of the controversy
related to their staffing in clinics has focused on unknowns
about the needed frequency of their contacts with patients
during dialysis treatments, and whether it has any measur-
able impact on outcomes. Relative to the frequency question,
CMS changed its reimbursement policy in 2004 to incen-
tivize more visits, with the assumption that more frequent
contacts would improve outcomes (DHHS, 2003). Research
on whether this has had the desired effects has been mixed,
and at times contradictory. For example, a group of investi-
gators (Mentari, DeOreo, O’Connor, Love, & Sehgal, 2005)
were the first to examine the changes in nephrologist visits
since the changes in reimbursement policy and found an
abrupt increase in per-patient monthly visits (from 1.52 to
3.14). Despite this dramatic increase in visits, they were not
found to have any clinically important impact on quality
indicators. In a second study (Plantinga et al., 2005), more

frequent patient-physician contacts were found to be associ-
ated with achievement of performance targets for albumin,
calcium-phosphate, and dialysis dose. Paradoxically, this
same investigation discovered that patients receiving the
highest frequency of visits were significantly less likely to be
on a transplant waiting list. In a recently published report
(Slinin et al.,, 2012), greater nephrologist-patient contacts
were found to be associated with a small, but statisti-
cally significant reduction in the risk of first hospitalization.
However, no consistent association was found between
frequency of visits and patient risk of death. Along these
same lines, a just-published 2014 study has suggested that
one additional monthly clinic visit by nephrologists with
patients just discharged from the hospital could significantly
reduce readmissions (Erickson, Winkelmayer, Cherton, &
Bhattacharya, 2014). Reflecting the continuing state of con-
fusion about an evidence basis for nephrologist staffing, the
latest investigation (Erickson, Tan, Winkelmayer, Chertow,
& Bhattacharya, 2013) found that the frequency of visits
depends more on geography and facility location, rather
than the optimal management of patients. Finally, the press-
ing need for more research in this area was given additional
impetus by the finding of a correlation between nephrologist
caseload and patient survival, with higher caseloads being
associated with poorer survival (Harley et al., 2013).

Turning to nephrology nurses, several examples can be
found where the arbitrariness in decision making regarding
staffing has had ramifications for both patients and nurses.
Starting with patients, research has found that inadequate
nurse staffing increases their risk for exposure to hepatitis
C virus infections (Saxena & Panhortra, 2004), which has
been linked to nurses inability to consistently adhere to
hand hygiene standards (Arenas et al., 2005; Shimokura,
Weber, Miller, Wurtzel, & Alter, 2006). As to the ramifica-
tions for nurses themselves, there is overwhelming evidence
linking the lack of adequate staffing to occupational burn-
out (Ashker, Penprase, & Salman, 2012; Flynn, Thomas-
Hawkins, & Clark, 2009) and turnover rates as high as
150 percent (Gardner, Thomas-Hawkins, Fogg, & Latham,
2007). A recent analysis has even suggested that negative
word-of-mouth communications from nurses who have
disappointing work experiences in clinics might be dissuad-
ing others from considering the field of nephrology nursing,
thus uniquely contributing to the shortage of these special-
ists (Wolfe, in press).

Focusing finally on renal dietitians, arbitrariness in deci-
sion making about staffing has been found to be associated
with their inability to implement all 21 Adult Nutrition
Guidelines (Burrowes, Russell, & Rocco, 2005; Vergil & Wolf,
2009), which are part of the NKF Kidney Disease Outcomes
Quality Initiative (KDOQI) Clinical Practice Guidelines for
Nutrition (National Kidney Foundation, 2000). Similarly,
the reduced time renal dietitians have available for patients,
also from inadequate staffing, has been found to be associ-
ated with their inability to provide intensive nutritional
counseling (Wolfe, 2012).
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OPTIONS FOR FACILITATING IMPROVEMENTS IN
NEPHROLOGY SOCIAL WORK STAFFING

Surveys of nephrology social workers have revealed an
increasing exasperation with unrealistic work demands
and acknowledgement that many of the needs of patients
are simply not being met. These service delivery difficul-
ties are epitomized in the following observation from a
respondent in an investigation by Bogatz, Colesanto, and
Sweeney (2005):

With such large caseloads it is impossible to
meet the very complex needs of our primar-
ily inner-city population. The combination of a
more complex caseload and greater number of
patients to cover make it impossible to adhere
to the Federal guidelines as written. I believe our
patients are being denied access to quality social
work services.

Despite compelling testimonies like this from several
reports, pragmatic directions for collective action by social
workers which could begin a process to mitigate the crisis
in staffing have not been forthcoming. The directions for
such action suggested here are dictated by what is viewed
as the three major contributing factors in the development
and perpetuation of the crisis: the lack of priority given
to staffing as a quality of care issue at the Federal level;
investor-owned large dialysis organizations (LDOs) and
labor cost containment; and insufficient political initia-
tives by nephrology social workers to influence policies
and regulations.

THE LACK OF PRIORITY GIVEN TO STAFFING
AS A QUALITY OF CARE ISSUE AT THE
FEDERAL LEVEL

Because it pays the bills through reimbursement for ser-
vices, CMS has dictated the rules, through the CfC, for
the ESRD program since its creation in 1973. While this
has been described as one of the most highly regulated
programs administered by the Federal government (Rettig
& Levinsky, 1991), there has been a perplexing absence of
more specific rules about staffing in dialysis clinics. One
major ramification of this has been that other entities (e.g.,
the ESRD Network Organizations, dialysis providers, and
investigators) have tended not to view staffing as a quality
of care issue. Instead, there has been a preoccupation with
such indicators as adequacy of dialysis, anemia manage-
ment, and the type of access patients are using. A secondary
consequence has been the paucity of research on staffing,
which could serve as a basis for developing evidence-based
standards.

Given this lack of attention, one pragmatic step that could
ultimately help to mitigate the crisis in social work staff-
ing (and in other nephrology disciplines) is investigations
which can begin to better inform policymakers about the
clinical and financial ramifications of inadequate staffing.
Because time is a critical variable with any professional in
being able to carry out tasks (Dolecek et al., 1995), research

is needed on the variety of responsibilities performed by
social workers. For example, given the high prevalence of
depression among this patient population (Abdel-Kader et
al., 2009), what are the time requirements for social work-
ers to provide needed psychotherapeutic interventions?
If an association is found between decreased depression
symptoms and a lower risk of hospitalization, it will add an
additional impetus for evidence-based staffing, in areas jus-
tified through cost savings. A second area where it is ben-
eficial to have a better understanding of the time needed for
social work interventions is with the ever-growing elderly
ESRD population (Rosner, Abdel-Rahman, & Williams,
2010). It is known that these patients typically require more
professional involvement because of their physical depen-
dencies and comorbidities, including cognitive impairment
(Sehgal, Grey, DeOreo, & Whitehouse, 1997). Among the
areas where a better understanding of the specific social
worker time requirements would be helpful is provid-
ing and facilitating various types of social support. It is
known that ESRD patients often experience loss of support
because of their disease (Browne, 2006). Having adequate
time for such interventions is important because research
demonstrates an association between enhanced support,
improved quality of life, fewer hospitalizations (Plantinga
et al.,, 2010), and better patient survival (Thong, Kaptein,
Kredict, Boeschoten, & Dekker, 2007). A third and final
area where studies are clearly needed is the requisite time
for social workers to carry out required functions in clinics
serving the urban poor. It is known that patients in these
facilities have a higher social acuity, in terms of the mul-
tiple social and economic challenges they face daily (Bakir
& Dunea, 2001; Fink & Henrich, 2001; Hegde, Vels, Seidman,
Khan, & Moore, 2000; Kimmel, Fwu, & Eggers, 2013; Patzer
et al., 2012). Illustrative of this, socio-demographic factors
have been found to contribute to depression in African-
American ESRD patients (Fischer et al., 2010). Reflecting
the need for more adequate social work staffing, a recent
investigation (Tapolyia et al., 2010) discovered that a “strik-
ing” 859 percent of African-American patients in the
Southern region of the United States shortened at least one
treatment, and 29 percent missed at least one session per
month. Perhaps not surprisingly, these minority patients
have a significantly higher risk of mortality than their white
counterparts at ages 18 to 30 (27.6% vs. 14.2%), 31 to 40
(37.4% vs. 26.8%), and 41 to 50 (44.8% vs. 38.0%) (Kucirka
et al., 2011). While the NKF-CNSW-recommended ratio of
one social worker for every 75 patients might be appropriate
for most facilities (1987), research may determine that given
the elevated social acuity of urban units, a 1:50 ratio may be

required for these professionals to carry out their mandated
responsibilities.

INVESTOR-OWNED LARGE DIALYSIS
ORGANIZATIONS (LDOs) AND LABOR COST
CONTAINMENT

The absence of evidence-based staffing standards has given
large dialysis organizations (LDOs) virtual carte blanche
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in determining staffing levels, and constitutes the second
major factor contributing to the crisis in staffing. Labor
cost containment has been an ongoing major objective
of LDOs because staffing constitutes 50 to 70 percent
of the expense of doing business (Ford & Kaserman,
2000; Grieco & McDevitt, 2012). This began in the 1970s
with the widespread substitution of registered nurses with
unlicensed patient care technicians (PCTs) (Hoffart &
Nissenson, 1998; Meyer & Kassirer, 2002). The drive has
continued through what has been called “staffing efficien-
cies” with all the disciplines (Sullivan, 2009), including
nephrologists, nurses, dialysis technicians, dietitians, and
social workers. Operating with an economy of scale orien-
tation (Himmelfarb, Berns, Szczech, & Wesson, 2007), the
continuous increases in the number of patients for which
individual professionals have responsibility has helped to
incrementally improve profit margins. It has simultaneously
however, put extraordinary pressures on renal profession-
als. As Blades (2010) observed in Social Work in Healthcare
Settings: Practice in Context, “Social workers are often
squeezed in efforts to enhance profits” Given these eco-
nomic dynamics, there would appear to be a good chance
for further escalations of patient workloads because, as has
been noted, the investor community is not satisfied with
simply achieving a profitable plateau, but expect continual
improvements in financial results (Hall & Conover, 2006).

Capitalizing on this profit motive, there are several areas
where a business case can potentially be made for improved
social work staffing. First, patient rehabilitation has long
been an unfulfilled objective of the ESRD program (Kutner,
Bowles, Zhang, Huang, & Pastan, 2008). The business
case in this area comes from two interrelated facts. First,
research (Callahan, Moncrief, Wittman, & Maceda, 1998)
has demonstrated that the caseloads of social workers affect
their ability to rehabilitate patients. Secondly, LDOs would
appear to have a financial vested interest in more adequate
staffing of these professionals because, when they are suc-
cessful in supporting patients’ ability to work, employer-
group health insurances reimburse providers $180,000
annually (Just, de Charro, Tschosik, Noe, Bhattacharya, &
Riella, 2008), compared to the $66,000 received for non-
working patients.

Yet another area where LDOs would appear to have a vested
interest in more adequate social work staffing is with the
new pay-for-performance initiative by CMS called the
ESRD Quality Incentive Program (QIP) (DHHS, 2012).
This program imposes payment reductions on providers
failing to maintain quality from year to year. Based on
CMS estimates, the 2014 QIP could take close to $50 mil-
lion directly out of the ESRD program, due to the number
of facilities failing to meet their goals (Bhat & Bhat, 2012).
Broken down into individual facilities, this could add up to
$52,000 in financial penalties per clinic (Fishbane, Miller,
Danko, & Masani, 2012). Among the quality indicators for
which payment reductions will be made is a failure to main-
tain adequacy of dialysis, as measured in the urea reduction
ratio “greater than 65%.” Given the critical element of time

in dialysis adequacy (Daugirdas, 2012; Lacson & Brunelli,
2011) and the fact that missed and shortened treatments
greatly undermine its achievement (Sehgal et al., 1998), a
business case for more sufficient social work staffing can be
made because these professionals have demonstrated they
can help reduce missed and shortened treatments (Cabness,
Miller, & Martina, 2007), thus potentially helping to mini-
mize payment reductions.

INSUFFICIENT POLITICAL INITIATIVES BY
NEPHROLOGY SOCIAL WORKERS TO
INFLUENCE POLICIES AND REGULATIONS

Healthcare policy encompasses decisions that determine
rules and standards under which services for patients are
organized, produced, delivered and reimbursed (Greipp,
2002). Because healthcare professionals have a direct day-
to-day relationship with patients, political advocacy for
select policies can be a powerful tool for advancing the best
interests of patients (Priest, 2012). Demonstrating what
can be accomplished, through a combination of political
advocacy and marshalling evidence on the adverse effects of
inadequate staffing, California nurses have been successful
in getting the first comprehensive legislation passed in the
United States to establish minimum staffing levels (Mark,
Harless, Spetz, Reiter, & Pink, 2013).

The National Kidney Foundation Council of Nephrology
Social Workers (NKF-CNSW) is the leading professional
organization for social workers in this field. Despite a his-
tory of advocating for clinical standards, and having offered
the highest number of public comments during the 2008
CfC changes, CNSW was informed that CMS would not
address the staffing issue (L. Peace, personal communica-
tion, April 12, 2013). This refusal would appear to be indica-
tive of the long-standing aversion to the subject of staffing
by CMS emphasized throughout this study. Given the con-
tinuing centrality of inadequate staffing in so many issues
confronting nephrology social workers (Bogatz et al., 2005;
Callahan et al.,, 1997; Merighi & Collins, 2011; Merighi &
Ehlebracht, 2002; Merighi & Ehlebracht, 2004; Merighi &
Ehlebracht, 2005; Siegal et al., 1994; Wolfe, 2011), perhaps it
is time for more assertive political advocacy for regulations.
Adding impetus to this need for action are the unrelenting
profit pressures on investor-owned LDOs (Hall & Conover,
2006), and the strong possibility that social workers will
be squeezed even further to enhance profit margins
(Blades, 2010).

NKF-CNSW would appear to be in a good position to
spearhead such an effort because of its 800 members and
42 local Chapters, strategically situated across the United
States. Utilizing their relationship skills as social workers,
Chapter members could gradually begin to reach out to
elected officials and policy makers, at both the state and
Federal levels of government. Initiatives in each state are
particularly important because it is at a level of government
which has the jurisdiction to regulate patient workloads, as
happened in the state of Texas. (State of Texas. Department
of State Health Services Regulatory Licensing Unit Facility

National Kidney Foundation Journal of Nephrology Social Work



Crisis of Inadequate Nephrology Social Work Staffing

15

Licensing Group, 2010). Such action by nephrology social
workers would be consistent with the National Association
of Social Workers’ (2008) Code of Ethics, which mandates
that these professionals should be aware of the impact of
politics on their practices, and advocate for policies which
advance the best interest of those served. In addition,
because joining forces through coalitions can multiply the
influence for change (Berkowitz & Wolff, 2000), the NKF-
CNSW can potentially team up with other professional
groups like the NKF Council on Renal Nutrition (CRN),
the NKF Council of Nephrology Nurses and Technicians
(CNNT), and American Nephrology Nurses Association
(ANNA), all of which also have major concerns about staff-
ing. Finally, because patients have been the real victims of
inadequate staffing in terms of suffering from its adverse
effects (e.g., unaddressed depression and increased infec-
tion risks), perhaps the American Association of Kidney
Patients (AAKP) would also be interested in joining a politi-
cal advocacy effort for improvements in this neglected, but
critical area of care.

DISCUSSION

There has been an historic tendency in the ESRD program
for recommendations to be made and evidenced-based
guidelines to be issued (e.g., the KDOQI Clinical Practice
Guidelines), with little or no consideration of how they
are actually going to be implemented. An Institute of
Medicine (1992) report observed the consequences of this,
stating, “While guidelines may be meticulously developed
and clearly presented they are without value if not suc-
cessfully applied” Illustrative of this, when the KDOQI
Clinical Practice Guidelines for Nutrition were issued
(NKE 2000), it was not remotely considered that renal
dietitians would not be able to fully implement the 21 Adult
Nutrition Guidelines component, due to inadequate staff-
ing (Burrowes et al., 2005; Vergil & Wolf, 2009). Similarly
with nephrology nurses, while the Centers for Disease
Control and Prevention (2001) has issued guidelines for
preventing infection among ESRD patients, research has
shown that nurses are not able to consistently adhere to
them, again because of inadequate staffing (Arenas et al.,
2005; Shimokura, Weber, Miller, Wurtzel, & Alter, 2006).
Finally, with regard to nephrology social workers, while
presentations and papers have continued to justifiably tout
how these professionals can intervene with depression and
other psychosocial problems, little consideration is typically
given to how often overwhelmed social workers in dialysis
clinics are going to find the time to actually implement
what is presented (Bogatz et al., 2005; Callahan et al., 1997;
King, 2003; Merighi & Collins, 2011; Merighi & Ehlebracht,
2002; Merighi & Ehlebracht, 2005; Wolfe, 2011). While
these broad tendencies have continued, there has been a
simultaneous festering of underlying staffing problems
with nephrology nurses (O’Brien, 2011; Flynn, Thomas-
Hawkins, & Clark, 2009), renal dietitians (Gutekunst, 2012),
and nephrology social workers (Merighi & Collins, 2011),
that has been largely ignored. This study endeavors to fur-

ther elevate the staffing issues of nephrology social workers
by highlighting their multiple ramifications, and raising
questions not previously considered. On the optimistic
side, pragmatic strategies are suggested, which could help
to mitigate the crisis in staffing,
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The Experience of Mothering a Child with a Kidney Transplant and
the Implications of Illness-Related Uncertainty
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Advances in the surgical and immunological aspects of organ transplantation have resulted in significant improvements
in long-term outcomes and survival rates, making kidney transplantation the optimal therapy for children with chronic
kidney disease (CKD). This study examines the phenomenon of sustained uncertainty as an element of the burden
of care for maternal caregivers of children who have undergone kidney transplantation. This study indicates these
mothers experience uncertainty in two prominent ways: 1) in their subjective sense of time, and 2) in their ongoing
fear that their child will experience rejection of the transplanted kidney. Ultimately, this study advocates for nephrology
social workers to begin addressing the social and emotional implications of uncertainty in the experience of illness

for caregivers.

INTRODUCTION

Parenting a child with chronic kidney disease (CKD) is
understood to have a profound impact on both the ailing
child and the family across the bounds of social, emotional
and physical functioning (Aldridge, 2008; Tong, Lowe,
Sainsbury, & Craig, 2008). Relatedly, advances in the sur-
gical and immunological aspects of organ transplantation
have resulted in significant improvements in long-term
outcomes and survival rates, making kidney transplanta-
tion the optimal therapy for children with CKD (Anthony
et al,, 2010). The goal of transplantation is no longer simply
graft survival and getting children to an acceptable level of
physical health, but to improve their overall quality of life.

Despite the anecdotal “successes” of transplants allow-
ing children to live independent of dialysis and enjoy an
improved quality of life, the literature reflects parents’ feel-
ings that the transplant period brings another myriad set
of challenges with which they must contend. Tong et al.
(2008) found that parents of children receiving a transplant
reported experiencing similar emotions to those whose
children were on dialysis, but also struggled with the uncer-
tainty posed by the potential rejection of the kidney graft.
The documented narratives of caregivers of children post-
kidney transplant indicate that, once the parents have sur-
vived the reality of their child’s organ failure and subsequent
transplant, they must manage the increased risk of their
child’s susceptibility to illness (Merskhani, 2007). These
responsibilities include supporting the child through pos-
sible side effects of medications, painful biopsies necessary
to assess and treat rejections, hospitalizations, and school
reintegration. These are care responsibilities that differ from
the particular restrictions and demands associated with
dialysis, but are, nonetheless, intrusive and time consum-
ing. In addition, there is evidence that even when children
are deemed as clinically “doing well,” families report a con-
tinuing struggle with the restrictions, imposed limitations,
and the intrusions and management of CKD in their daily
functioning (Anthony et al., 2010). Sundaram, Landgraf,

Neighbors, Cohn, and Alonso (2007) studied 26 adolescent
kidney transplant recipients and reported that “caregiv-
ers expressed significant negative emotional impact from
their child’s health condition and on their family activities”
(p. 986).

One of the primary challenges associated with caregiving
for this population of patients is the implication of illness-
related uncertainty. This paper reports on the findings
regarding sustained uncertainty from a recent research
study that explored the lived experience of maternal care-
givers of children who had undergone kidney transplanta-
tion. Existing literature does highlight that transplantation
is fraught with various forms of uncertainty, including such
worries as: “How long is the wait for transplant?”; “Will the
procedure be successful?”; “Will the transplant make a dif-
ference in the life of the patient?”; and “If the transplant is
successful, will the benefits of the procedure outweigh the
risks?” (Martin, Stone, Scott, & Brashers, 2010). Several
studies that deal with the adult population confirm a
strong association of uncertainty with psycho-emotional
distress (Mishel, 1999). Although uncertainty has been
acknowledged and studied in the context of those waiting
for transplant or receiving one, less is known about the role
of uncertainty during the entire trajectory of the transplant
experience. Overall, existing evidence suggests that uncer-
tainty undermines quality of life and is strongly associated
with increased stress and decreased life satisfaction (Mishel,
1999). Research has found that the impact of uncertainty
is embedded in the caregiver’s experience of the temporal
sense of time, and exists within their ongoing fear of their
child’s rejection of the transplanted organ.

METHOD

Approach to Research

This research utilized a hermeneutic phenomenological
approach to examine the lived experience of mothers
of children who had undergone kidney transplantation.
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Phenomenology, as a method of social science research, aims
at gaining a deeper understanding of the nature or meaning
of everyday experiences (Husserl, 1970; Van Manen, 1990).
Hermeneutic phenomenology is concerned with the “life
world” (or human experience as it is lived) where the focus
is on “illuminating details and seemingly trivial aspects
within experience that may be taken for granted in our
lives, with a goal of creating meaning and achieving a sense
of understanding” (Wilson & Hutchinson, 1991, p. 34). The
purpose of the phenomenological approach is to identify
phenomenon through the perception of individuals located
in a specific situation (Lester, 2010).

Participants

Seven mothers shared their experiences of pediatric kidney
transplantation, beginning with the first time they became
aware that their child had CKD. The mothers ranged in age
from 27 to 41 years of age; the children ranged from 6 to 17
years of age. At the time of the study, 5 of the children were
3 to 5 years post-transplant, one was at the 1-year mark and
one had been successfully transplanted for 15 years. All 7
children had only been transplanted one time and all had
been diagnosed with CKD within their first year of life. Six
of the 7 participants were married and residing with the
biological father of the transplanted child. All of the par-
ticipants lived in the Southwestern Ontario, Canada region.
This research was reviewed and approved by the Office of
Research Ethics at Wilfrid Laurier University. Consistent
with research ethics guidelines, measures were taken to
ensure confidentiality of data and personal health infor-
mation, and anonymity of participants. Informed written
consent was obtained from all participants.

Data Collection

Data collection procedures were designed to obtain in-
depth narratives of the experience of pediatric kidney
transplantation from participant mothers in a manner that
enabled the exploration of the phenomena from their con-
structed reality and associated meanings. For this purpose,
in-depth, semi-structured interviews were utilized as an
instrument of inquiry, consistent with the phenomenologi-
cal method.

FINDINGS

Time as Uncertain

The mothers’ narratives described lives filled with
unknowns, which necessitated that they learn how to
mentally and emotionally manage this uncertainty. Their
lives become defined by an acute sense of time and their
feelings of suspension, anxiety, and worry related to its
passing. For these mothers, the experience of having a child
with a kidney transplant meant learning to live with and be
comfortable with uncertainty, because they never can know
when a sudden and intrusive change in their childrens’ lives
might happen.

Coping with uncertainty was a prominent aspect of their
experience. One participant recalled, “My mind is already
fast forwarded 15 years from now, and I want to know, I'm
already stressed out now knowing what’s the kidney for him
(sic) and where is it going to come from?” Another confided
that, “Youre always thinking about the ‘what ifs’ He goes
to camp this summer. What if he doesn’t get his medica-
tions? It’s the day-to-day worry about what could happen
and what tomorrow will bring that becomes part of what
you always think about” Even when things were going well,
the unknowns associated with the future were always in the
forefront of their thoughts: “I mean, to me it’s like very calm
right now, but there’s that piece in the back of your mind
going, when’s it going to hit the fan again? Like you're always
worried for that, like that constant little ‘what if?”

The participants also talked about the importance of
becoming comfortable with the unknowns as an essential
element of coping with uncertainty, or, as one participant
described it, the “greys” She explained:

...that even though it is black and white on paper,
there’s always going to be grey areas no matter
what it is. I have not run into one person that
hasn’t had a little bit of grey area somewhere, and
just knowing that, you know, that it’s going to be
up and down no matter what for how long, for
the next 30 years it can be up and down.

The ability to make meaning from their unpredictable situa-
tions is represented in the mothers’ quests to come to terms
with the chronic nature of the uncertainty in their lives.

Time as Living in the Moment

Time was an essential feature of the experience in relation
to the presence of suspended time, time as “waiting,” and
the notion of past, present, and future. Embedded in the
lived experience of transplant day was the mothers’ sense of
waited time as their children, and in some cases significant
others, were in the operating room. For some of the par-
ticipants, the day of transplant, in terms of temporality,
was described as going by fast: “The day of the transplant
seemed to go by very fast. I didn’t feel like I did a lot of wait-
ing around at all; that surprised me” For others, however,
the length of time spent waiting during the actual procedure
was considered a difficult period within the experience:
“I'm sitting there waiting. That was brutal, you know, it was
eight hours but it felt like twelve”; “The waiting part was
really hard. Time really seemed to drag, but I do remember
right after the surgery was a relief”; and “It’s like a long time
to wait—especially when there is no communication from
anyone for hours at a time”

For others, time was notably experienced in the monitoring
and giving of medications so emblematic of post-transplant
care:

Yeah it is hard, and then being paranoid about
med times. Okay make sure you get this at this
time and at this time, and at that time he was on
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three doses a day because he was so little... so we
had to wake up in the night to have the one dose
because they all had to be 8 hours apart. So to
try to manage it all. Sure, then you have to make
sure, okay, wherever you are going to be you have
all the meds you need and know what time it is.
You can’t vary even, you know, just a little bit, in
case he rejects.

The awareness of time also extended to the hospital envi-
ronment, where time and its passing, with little control of
what it may bring, is not far from their minds: “No show-
ering, feeling like, you know, just sitting there waiting on
answers, waiting on blood work, holding him down to do
blood work, putting him on IV, watching TV all day, just
sitting there and looking and feeling like a zombie.”

For the participants in this study, the lapsing of time served
to structure their experiences as caregivers and was some-
thing that they needed to find ways to cope with and make
meaning of on almost a daily basis. For these participants,
then, uncertainty meant living in the moment: “[There is]
not much you can do about it. It is what it is;” and “[You]
just have to be thankful for how well he feels right now and
know it could change but can’t worry about it all the time”
Making meaning of the uncertainty and lack of control
over one’s own time was a major challenge for this group
of caregivers.

Time as Fear of Rejection of the Transplanted Organ

The most prominent form of uncertainty in the mothers’
lives surrounded the eventual rejection of the transplanted
kidney. This reality impacted every aspect of their lives, and
their daily rituals were embedded with the fear of transplant
rejection. As one mom emphatically noted in our interview,
“Is rejection always in my head? Absolutely, it is there every
day, absolutely” Kidney rejection was a constant worry for
the mothers:

Like from the minute she [the child] gets trans-
planted to the minute of every day you think, ok,
am I going to get a call that, you know, some-
thing’s not right. She’s gotta come in and we will
find out she’s rejecting?

For several of the participants, drastic, life-altering change
was always around the corner:

You always have that fear that he [the child] is
going to lose it. Rejection is really, really nerve
wracking for me and I am always thinking okay,
when is this one going to be toast and we have to
move on to the next one?

The fear that the kidney would fail was never far from the
minds of these caregivers and it is a source of much stress
and anxiety, ever-present throughout the life of child with
the transplanted kidney. The experience of uncertainty and
organ rejection meant living on the “margins” of the child’s
good health that was experienced in-between the “here and
now,” and the threat of future loss.

The fear of kidney rejection was grounded in the mothers’
realization of the implications of losing the transplanted
kidney for their children. For most participants, it meant a
return to dialysis for their child. “Yeah, I always worry that
something’s going to happen for my child. It’s horrible and
I hate the feeling that one day that he might reject it and
we'll be in the hospital again and we'll be living off a dialysis
machine,” confided one mother. As a result, even something
as simple as going to the hospital for a routine clinic visit
became a source of anxiety, since “every time you go in the
hospital you don’t know how it’s going to flip. You don’t know
how that’s going to turn out and you will be required to stay
overnight or for a month” The result was that the partici-
pants’ daily lives were imbued with the anxiety that is created
by the threat of organ rejection and, as such, a major chal-
lenge with which they must emotionally and psychologi-
cally cope.

To that end, a source of frustration for several participants
was encountering individuals who projected onto mothers’
the sense that they should be feeling relief that their child
had been transplanted and the perceived freedom from the
responsibilities of pre-transplant care:

I mentioned to a friend the other day that [my
daughter] had a kidney transplant and she said,
“Oh well she got a transplant, guess youre happy
she’ll be good for the rest of her life?” It’s like, no,
she’s on medication every single day of her life
for the rest of her life, and you don’t know when.
This kidney could last her for 20 years or it could
be gone tomorrow. You don’t know.

The struggle against the social misunderstanding of trans-
plant as a “cure” versus a treatment was a challenge echoed
by several participants in this study.

DISCUSSION

The findings of this study highlight that uncertainty begins
at the time of diagnosis and continues throughout all
stages of a child’s development and treatment of their CKD.
Although a definitive diagnosis might bring a sense of
assurance of what lies ahead for some patients who are fac-
ing chronic illness, the mothers in this study painted quite
a different picture of what constitutes uncertainty in their
families’ lives. As a therapy, transplantation means a tenu-
ous future that is reliant on timelines for transplant, as well
as the managed prevention of organ rejection.

In the context of the lived experience of mothers whose
children had undergone a kidney transplant, it becomes dif-
ficult to talk about the implications of living with sustained
uncertainty without relating it to temporality (as it exists as
an existential element of experience). Temporal time—as
it relates to past, present, and future—structures our lives
and becomes part of our temporal experience of living.
The dimensions of time serve to create our personal sense
of continuity in life (as most events organized in this way
become the timeline of one’s life). Such a timeline typically
constitutes developmental milestones such as birth, gradu-
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ations, marriage, and the introduction of children, to name
a few. For the population of caregivers with chronically ill
children, this timeline becomes disrupted with the news
of the diagnosis, “as it challenges the very sense of conti-
nuity that time consciousness constitutes” (Woodgate &
Degner, 2002, p. 24). As a result, the timeline continuity for
the child becomes warped, and, essentially, the transplant
signifies the beginning of a new life with an unpredict-
able and different future. This disruption of a “normal”
timeline is evident in the participants’ narratives about
the ongoing unpredictability of illness and the uncertainty
attached to the future. The temporal consequence for par-
ticipants, then, is that they expressed becoming existentially
trapped in a future that belongs to the changing needs of
the present.

Uncertainty is also closely tied with the significant amount
of time the women spend in suspended or waiting time.
This “suspended time” includes the time that is taken up
waiting for clinic visits, waiting for phone calls about blood
work and test results, and the period of time leading up to
and during the transplantation procedure. These mothers
describe how much of this waited time is the result of a
system of healthcare that has its own timelines and delivery
procedures. For these mothers, this suspended time is also
imbued with uncertainty related to the possibility of poor
blood work results, potential necessity of hospitalization,
further testing, or changes to medication regimen. Waited
time becomes part of the daily reality for these individuals
and they perceive that a significant period of their life is
spent “waiting and wondering” As with other uncertainties
associated with transplant, these mothers are aware that the
unexpected can occur on any day (i.e., a poor blood work
result that will require hospitalization, or even a rejection
of the transplanted kidney). The uncertainty associated
with waiting, therefore, is the source of great stress and
anxiety. Despite the difficulties of this reality as expressed
in the mothers’ narratives, however, this waited time and its
impact on these women and their families is significantly
disregarded by healthcare providers.

Martin et al. (2010) studied uncertainty across the trans-
plant trajectory in adult patients and identified that uncer-
tainty came in medical, social and personal forms. One
significant finding in their study was how uncertainty
during the post-transplant period was related to amount of
time that had passed since transplant. The importance of
“time passing” (or passage of time), however, is not without
anxiety: “the reality that the longer time without rejection,
however, does not exclude the possibility of future rejec-
tion” (p. 54). This reality was notable for the mothers in this
study, because their narratives reveal that they give little cre-
dence (in terms of “success”) to the amount of time that has
passed since their child’s transplant. The passing of “time
since transplant” was a notable element of experience, but
not necessarily one that was celebrated and embraced as a
sign of ongoing success, for many of these mothers. Instead,
the longer the time period that passed since the transplant,

the closer the mothers felt they were to returning to dialysis
and a repeat transplantation.

In essence, the way that these mothers chose to cognitively
manage this tension of time since transplant was likened
to “the glass being half-full or half-empty” It is important
to note that the mothers had to negotiate and manage the
messages they received from people who may view a kid-
ney transplant as the end of the journey. Several mothers
spoke about their feelings of frustration when friends and
neighbors asked them why they were not more content or
celebrating the transplant as a victory. During this part of
the interview process, the participants became noticeably
agitated as they spoke about having to deal with people who
did not understand that transplant was not a time to rest
their fears, because tomorrow was still filled with uncer-
tainty and ongoing challenges related to managing their
child’s health. As Martin et al. (2010) noted, in the face of
transplant, “uncertainty does not wane over time, it is con-
stant” (p. 232). This contention highlights the reality that
the social discourse of “transplant as cure” does not take
into consideration the uncertainty embedded in the experi-
ence. While transplant is a significant step in providing a
child with a better opportunity for an improved quality of
life, the experience nevertheless contains many unknowns
which maternal caregivers must cognitively and emotion-
ally manage.

The uncertainty they experience, as noted by Cohen (1993),
goes beyond simple “not knowing,” because the mothers
anticipate change in the future, but are uncertain as to when
it will occur. In the case of pediatric kidney transplantation,
uncertainty carries similar fears relative to the trials and
tribulations associated with dialysis. I believe it is difficult
to fully appreciate the salient elements that contribute to
the fear of rejection without acknowledging its association
with the experience of dialysis; however, the nature of this
relationship is beyond the scope of this study.

LIMITATIONS OF THE STUDY

This study has several limitations. First, the findings reflect
only the experiences of the 7 women who voluntarily par-
ticipated and therefore cannot be generalized to reflect the
experience of all women who act as caregivers to children
with kidney transplants. Second, this research focused solely
on the perceptions, thoughts, and feelings of these 7 women
and did not take into account the experience of siblings,
partners, or the transplanted children themselves. Third,
the researcher had a previous clinical experience with this
population of caregivers, which may have influenced ele-
ments of the research process, including the development
of the interview schedule, data collection, and analysis.
Alternatively, the researcher’s familiarity with the women
in this study and clinical experience of this population may
have offered benefits to the project, including engagement
with participants and an appreciation for their experience
as caregivers.
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IMPLICATIONS FOR PRACTICE AND FUTURE
RESEARCH DIRECTIONS

For social workers providing service in the area of pediatric
nephrology, the findings from this study have far-reaching
implications for practice. For one, the results of this study
can be used toward the development of an approach to
practice that recognizes the challenges and implications
posed by the presence of sustained uncertainty that sur-
rounds the experience of caregiving for a child who has
had a kidney transplant. Through the course of providing
adjustment and supportive counseling, social workers can,
with caregivers, acknowledge and validate the presence of
uncertainty as a major challenge inherent in the disease
process itself. By doing so, they will be able to enable indi-
viduals to move toward the development of healthy coping
strategies as a means to decrease or manage the uncertainty
and challenges. Such strategies may include increased edu-
cation about uncertainty, facilitating caregivers to assume
a more active role in care decisions, or assisting to initiate
connections with others who have been through the experi-
ence. Uncertainty is an element of the caregiving experience
in pediatric transplantation that is identified in the profes-
sional literature, but is a topic that rarely gets discussed in
the clinical setting.

A topic for future research in the area of uncertainty as it
pertains to caregivers of children with kidney transplants
may be the link between sustained uncertainty and positive
personal growth. As Mishel (1999) asks, does this uncer-
tainty for these mothers lead to a process of rediscovering
oneself on some level and making meaning of the experi-
ence? Mishel suggests that perhaps these mothers redefine
themselves and their abilities, strengths, and attributes in a
more positive way amid the challenges of caregiving. To that
end, an identified area for future research lies in the further
exploration of this link between managing the uncertainty
embedded in the pediatric kidney transplant experience
and also uncertainty’s role as a catalyst for positive personal
growth for caregivers.

CONCLUSION

It is well-documented that the experience of caring for a
child post-kidney transplant creates for maternal caregiv-
ers a myriad of social, emotional, and practical challenges.
Anecdotal evidence suggests that uncertainty, as it found in
the experience of solid organ transplant, is not a new con-
cept for nephrology social workers, but little research exists
in pediatric nephrology that points to uncertainty as an area
of clinical importance for social workers as we support and
intervene with caregivers of pediatric CKD patients. This
study identified that the social and emotional implications
of uncertainty for caregivers of pediatric kidney transplants
is a daily challenge, and one that needs greater attention in
the clinical environment as an element of caregiving experi-
ence that has the potential to impact clinical outcomes of
transplanted children.
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Nonadherence in Individuals on Hemodialysis:
A Discussion of Three Theories to Improve Adherence
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This paper explores three theories that can guide practice when working to improve the compliance of individuals
on hemodialysis. The Theory of Planned Behavior (TPB), the Common-Sense Model (CSM), and Motivational
Interviewing (MI) each offer insight into behavioral change and the internal processes of individuals. Each theory
seeks to empower the individual and sees client involvement as critical to patient care and improved health-related
outcomes. Understanding the tenants of these three theories can guide social work practice beyond education and the
dissemination of health-related information in order to improve compliance.

Theories attempt to make sense of interrelated phenomena,
help explain how social problems emerge, guide design of
interventions, and guide design of policy (Engel & Schutt,
2009). In this paper, three theories are discussed that can
offer insight into improving adherence in individuals with
end-stage renal disease (ESRD). The discussion of theory
is driven by a value of patient empowerment. “Patient
empowerment is centered on the belief that patients should
be in control of their own care and that behavioral changes
and adherence to therapies cannot be achieved unless the
patient internalizes the need for self-change” (McCarley,
2009, p. 409). Empowerment is central to social work and
reminds us that the client is a person, who needs to be
involved in his own care, and is capable of making deci-
sions. Though healthcare professionals in various fields
hold an abundance of knowledge on subject matter, the
individuals they work with have control of their lives and
must make the choices to utilize that knowledge and follow
recommended treatment regimens. Ajzen, Joyce, Sheikh,
and Cote (2011) point out that:

Many educational campaigns especially in
the health domain, are focused on imparting
accurate factual information of a general nature.
Itis expected that once people have a good under-
standing of the issues, they will engage in socially
or personally desirable behavior. Unfortunately,
more often than not, this approach results in
failure, and people continue to take unnec-
essary risks or engage in socially undesirable
behavior. (p. 116)

Therefore, something more than education and accurate
knowledge is needed to assist behavioral change in indi-
viduals.

While many treatments require adherence to strict regi-
mens, Karalis, Wiesen, and Brommage (2007), using an
example of dietary restrictions, warn healthcare providers
that “resistance to change occurs because we often pre-
scribe the diet that the patients should follow and then
try to persuade them to change. We are often too ‘task-
oriented’ and may disregard the patients and their willing-
ness or unwillingness to change” (p. 336). The Theory of

Planned Behavior (TPB), Common Sense Model (CSM),
and Motivational Interviewing (MI) are three theories that
can guide social workers working with individuals to bring
about the behavioral change(s) needed to improve health
outcomes. The Theory of Planned Behavior will be the first
of these theories reviewed.

THEORY OF PLANNED BEHAVIOR (TPB)

The Theory of Planned Behavior (TPB) is a framework for
understanding, predicting, and changing human behav-
ior. The Theory appears to have application in addressing
nonadherent behavior in difficult populations. TBP is a
general model that can be utilized when observing any
behavior. Ajzen is the leading scholar in the field, and he
and his colleagues point out:

According to the theory, intention is the immedi-
ate antecedent of behavior and is itself a function
of attitude toward behavior, subjective norm, and
perceived behavioral control; and these determi-
nants follow, respectively, from beliefs about the
behavior’s likely consequences, about normative
expectations of important others, and about the
presence of factors that control behavioral per-
formance. (Ajzen, 2012, p. 438)

Ajzen argues that thoughts and feelings lead up to decisions
and therefore are helpful in explaining behavior, and that
behaviors performed come from reasonable consideration
of behavior-relevant information available to the individual.

TPB is a progression from the Theory of Reasoned Action
(TRA) and adds the concept of the individual’s degree
of control over behavior; TRA was limited to behaviors
in which the individual had complete volitional control
(Ajzen, 1985).

People should be able to act on their intentions
to the extent that they have the information,
intelligence, skills, abilities, and other internal
factors required to perform the behavior and to
the extent that they can overcome any external
obstacles that my interfere with behavioral per-
formance. (Ajzen, 2012, p. 446)
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Ajzen believes that people’s intentions should be sufficient
to predict behavior when control of behavior was high and
that intention and control interact to affect performance
of behavior.

Attitudes toward the behavior, subjective norms
with respect to the behavior, and perceived con-
trol over the behavior are usually found to predict
behavioral intentions with a high degree of accu-
racy. In turn, these intentions, in combination
with perceived behavioral control, can account
for a considerable proportion of variance in
behavior. (Ajzen, 1991, p. 206)

Therefore, intentions, subjective norm, and perceived behav-
ioral control guide volitional human behavior. Ajzen (2012)
defined perceived behavioral control as the extent to which
an individual believes they can perform a specific behavior if
they choose to do so, which he acknowledged as influenced
by and congruent with Banduras work around the concept
of self-efficacy (1994). This concept of perceived behavioral
control is interactive with the individual’s intentions such
that individuals who believe they can accomplish a given
behavior will have higher intention to do so, and those
uncertain of their capability to perform a given behavior will
be unlikely to have intention to do so (Ajzen, 2012).

Perceived behavioral control can thus influence
behavioral performance indirectly by its effects of
intentions to engage in the behavior and on per-
severance in the face of difficulties encountered
during execution. (Ajzen, 2012, p. 447)

Ajzen also believed that often in social sciences measures of
actual control are not available and that perceived behav-
ioral control can serve as a proxy and aid in the prediction
of behavior. Individuals form perceived behavioral control
from their beliefs about resources available, obstacles that
may be present or arise, and their ability to perform.

To summarize briefly, according to the TPB,
human action is guided by three kinds of consid-
erations: readily accessible beliefs about the likely
outcomes of the behavior and the evaluations of
the outcome (behavioral beliefs), readily acces-
sible beliefs about the normative expectations
and actions of important referents (normative
beliefs), and readily accessible beliefs about the
presence of factors that may facilitate or impede
performance of the behavior and the perceived
power of these factors (control beliefs). (Ajzen,
2012, p. 448)

Behavioral beliefs create an attitude toward a given behavior,
normative beliefs are developed based on perceived social
pressures, and behavioral control is a perception based on
control beliefs.

As a general rule, the more favorable the attitude
and subjective norm, and the greater the per-
ceived control, the stronger the person’s inten-
tion to perform the behavior in question. (Ajzen,
2012, p. 448)

While TBP adheres to the idea that behavior is guided by
beliefs and intentions, it does not assume that an individual’s
beliefs are rational, unbiased, or representative of reality.

Beliefs reflect the information people have in the
relation to the performance of a given behav-
ior, but this information is often inaccurate and
incomplete; it may rest on faulty or irrational
premises, be biased by self-serving motives, or oth-
erwise fail to reflect reality. (Ajzen, 2012, p. 451)

According to Ajzen (2012), the theory also acknowledges
that individuals do not always review their beliefs prior to
behavior and that many behaviors in daily life are done with-
out much cognitive effort.

Ajzen et al. (2011) conducted four studies to evaluate the
assumption that being well informed leads to effective
action. Study 1 evaluated environmental knowledge and
energy conservation; Study 2, alcohol knowledge and drink-
ing behaviors; Study 3, attending a mosque service; and
Study 4, evaluated voting to support Muslim student activi-
ties. Ajzen et al. agreed with DiClemente (1989) and Fisher
and Fisher (1992), stating that “knowledge is a necessary but
not a sufficient condition” (p. 115). Possessing knowledge or
accurate information about a specific subject alone did not
effectively direct or predict behavior.

Attitudes, subjective norms, and perceptions of
control were found to predict intentions to drink
alcohol, to conserve energy, to attend a mosque
service, and to vote support for Muslim student
activities; these intentions were generally good
predictors of the corresponding behavior. (Ajzen
etal, 2011, p. 116)

While TPB itself does not attempt to theorize chronic illness,
it does shed light on individual behaviors. With direct appli-
cation to end-stage renal disease, TPB definitely highlights
the demanded behavior changes of the individual in order
to maximize his or her health and quality of life. Any behav-
ior, such as medication compliance, that works to improve,
maintain, or diminish one’s health in relation to one’s illness
could be viewed through the lens of TPB. According to the
Theory, an individual’s beliefs and intentions guide behavior.
Therefore, as healthcare professionals work with individuals
regarding behaviors that need to be changed or modified,
beliefs and intentions are important to discuss and consider
for the greatest success in behavioral change. Information
and education alone may not be sufficient for individuals to
make needed changes in their routines and lives. TPB can
prove useful in working with individuals to identify beliefs
that may be hindering them from successful behavioral
change. Perceived control of behavior, perceived obstacles,
and beliefs about rewards or consequences of a given
behavior can all be discussed, reviewed, supported, and/or
challenged. The TPB supports that beliefs guide intentions,
which in turn guide behavior. Therefore, healthcare profes-
sionals need not assume that the need to change behavior
or the fear of declining health is sufficient for behavioral
change.
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TPB offers more in terms of describing an individual’s
cognition about behaviors than interventions that may be
used. Healthcare professionals are left with a framework for
understanding key components to behavioral change but no
specific interventions to utilize. In their qualitative research
with 36 people, Hwu and Yu (2006) found that “some
participants identified behavioral belief as the most impor-
tant factor. Once they believed that the adoption of a certain
behavior (e.g., exercise, diet) would benefit their health sta-
tus, they did so willingly” (p. 267).

The Theory of Planned Behavior aligns well with social
work values and ethics. The individual is the expert on his
life and situation. Only the individual can paint a picture of
what he believes, feels capable of, considers obstacles, fears
happening, is motivated to do, and his level of concern with
social pressures or norms around a given behavior. Likewise,
the goal of the healthcare professional is to empower cli-
ents to understand and describe their beliefs, overcome
obstacles, acknowledge their strengths and networks, and
assist them in the change process. Social workers advocate
for clients regarding obstacles created by policies or the
healthcare system and link clients to available resources that
would aid in overcoming obstacles. In the next section, the
Common-Sense Model (CSM) will be discussed as a useful
theory in understanding illness representations and adher-
ence behaviors.

COMMON-SENSE MODEL (CSM)

The Common-Sense Model (CSM) is another theory that
focuses on behavior change in individuals with an illness. By
understanding the “illness representations” that individuals
generate, CSM has direct application to individuals with
end-stage renal disease.

The key construct within the CSM is the idea
of illness representations or “lay” beliefs about
the illness. These representations integrate with
existing schemata (the normative guidelines that
people hold), enabling them to make sense of
their symptoms and guide any coping actions.
(Hale, Treharne, & Kitas, 2007, p. 904)

The model focuses on how actions are guided by illness
representations created from various sources of informa-
tion available to the individuals. Leventhal, Bunyamini, and
Brownlee (1997) detail five components of illness represen-
tation; they are identity, cause, timeline, consequences, and
curability/controllability.

Illness representation is described as a label given to the ill-
ness/condition and symptoms and is created from available
sources of information.

The first source of information is the general
pool of “lay” information already assimilated by
the individual from previous social communica-
tion and cultural knowledge of the illness. The
second source is information from the external
social environment from perceived significant
others or authoritative sources such as a doctor

or patient. Finally, the individual completes her/
his illness representation by taking into account
their current experience with the illness. “Current
experience” refers to the somatic or symptomatic
information based on current perceptions and
previous experiences with the illness. Current
experience also encompasses knowledge of the
effectiveness of previous means used to cope with
the illness. (Hagger & Orbell, 2003, p. 142)

The interpretation of this information allows the individual
to create a representation of their illness. These illness repre-
sentations create coping responses and thus influence health
outcomes (Leventhal, Meyer, & Nerenz, 1980).

The cause component of CSM is described as the individual’s
belief about what caused or contributed to their condition.
For example, an individual may believe that stress at work is
the reason they are experiencing headaches.

Timeline refers to the belief constructed by the individual as
to how long the condition may last.

The consequences of the illness for a person’s life refers to
beliefs regarding the impact of the illness on overall quality
of life or how it may affect functional capacity (e.g., “My ill-
ness prevents me [from] doing certain things”) (Hagger &
Orbell, 2003, p. 143).

The curability/controllability component of CSM refers to
the beliefs the individual holds regarding the value and
effectiveness of treatment and management actions he
might take, as well as his perceived ability to perform actions
needed to manage his illness.

The model proposes that the illness representa-
tion acts as a filter and interpretive schema for
the available sources of information about the
illness and how these guide action in response to
the illness threat. Further, the model implies that
the relationship is causal, that is, the illness cogni-
tion will exact an effect on coping behaviours in
proportion with the perceived severity of the ill-
ness based on the representation derived from the
stimuli. (Hagger & Orbell, 2003, p. 145)

Hagger and Orbell also stated that “viewing the illness as
controllable was related to active coping variables such as
problem-focused coping. In contrast, perceiving it as uncon-
trollable, chronic, and highly symptomatic was associated
with avoidance and denial coping strategies” (p. 145). In an
anecdotal fashion from my practice experience, individuals
with end-stage renal disease feel that the majority of their
illness is outside of their control.

In addition to the creation of illness representations, CSM is
considered a “parallel processing model”

According to CSM, information processing occurs
on two parallel pathways. The cognitive pathway
involves the creation of knowledge-based view
or representation of the health problem and the
development of a plan for coping with its objec-
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tive impact. The emotional pathway consists of
emotional responses to a problem and the devel-
opment of a coping plan for the management of
emotional responses to the problem. (Barsevick,
Whitmer, & Walker, 2001, p. 1364)

CSM acknowledges that both thoughts and emotions play a
role when making decisions and carrying out behavior and
that these two processes are taking place jointly.

In their meta-analysis of 45 empirical studies using CSM,
Hagger and Orbell (2003) found that a moderate-to-strong
relationship is present between illness cognitions, cop-
ing behaviors, and illness outcomes. Therefore, healthcare
providers working with various individuals with illnesses
should inquire about and evaluate the individual’s percep-
tion of his illness. CSM offers clinicians key areas in which
they can educate patients about their illness, challenge
misinformation, encourage behaviors that aid in controlling
symptoms and increasing a sense of well-being, and help
them create an illness identity that is more accurate and
appears more manageable.

Ward et al. (2009) developed an approach using the
Common-Sense Model with cardiac patients to evaluate
patients and shape concepts. This model includes a formal
assessment of pain representations, discovering and address-
ing misconceptions, provision of information to correct
misconceptions, and summarizing the discussion. This
approach allows for both the patient’s input and description
of his illness, and the healthcare provider’s sharing of knowl-
edge and clarification of symptoms and the illness, instead of
simply issuing a treatment regimen.

In their study of 79 women receiving treatment for breast
cancer, Costanzo, Lutgendorf, and Roeder (2011) found that:

Women who believed their cancer had more
severe consequences and those who attributed
the development of cancer or the prevention of
recurrence to health behaviors or stress were
most likely to report improvement in diet or
physical activity and reduction in alcohol use or
stress. (p. 53)

Paddison, Alpass, and Stephens (2010) used the Common-
Sense Model to understand diabetes-related stress and found
that “people who report that their diabetes is puzzling and
difficult to make sense of are more likely to experience high-
er distress about diabetes” (p. 47). Paddison et al. (2010) also
noted that high stress related to diabetes created difficulty
in the development of accurate perceptions about the ill-
ness. “In this study, general mental health and self-reported
depression together explained 14% of differences in distress
about diabetes. However, illness perceptions accounted for
a further 15% of differences in diabetes-related distress”
(Paddison et al., 2010, p. 48). Individual beliefs about illness
directly impact health outcomes and the Common-Sense
Model concretely offers insight into understanding these
illness representations. Next, improving behavioral change
through the lens of Motivational Interviewing (MI) will
be discoursed.

MOTIVATIONAL INTERVIEWING (MI)

Another theoretical approach utilized in research and
practice to improve behavioral outcomes is Motivational
Interviewing (MI). MI, while attending to the nonaherence
variable in populations with end-stage renal disease, offers
important elements for practice. Miller and Rollnick (1991)
described five stages when considering behavior change in
an individual. These stages are pre-contemplation, contem-
plation, preparation, action, maintenance, and relapse. Pre-
contemplation is the time in which the individual is unaware
of the need to make changes, or unwilling to make changes.
Once the individual begins to consider the notion of change,
he is in the contemplation stage. When the individual has
decided that making changes is something he has desire to
do and the intention to change is present, he is in the prepa-
ration stage. The action stage begins when the individual
starts and continues to carry out actions or behaviors that are
capable of creating change. Upon successfully progressing
toward or achieving behavior change, the individual must
maintain new behavior with consistent actions and possibly
lifestyle modifications. And finally, relapse can occur at any
point in the process and is considered a return to previous
behaviors or cessation of more productive behaviors.

Along with describing the process of change, Miller and
Rollnick (1991) address the need to motivate individuals to
make changes. MI is a “psychological approach that aims
to increase motivation to engage in treatment or a direct,
client-centered counseling style for eliciting behavior change
by helping patients to explore and resolve ambivalence”
(Karalis & Wiesen, 2007, p. 336). Using acceptance and
reflective listening, the healthcare provider expresses empa-
thy toward the patient regarding behaviors that may be diffi-
cult to change or adopt and assists the patient in identifying
non-congruence with behaviors and goals (Russell et al.,
2011). Using an example of medication compliance, Russell
et al. (2011) provide an example of working with a patient:

Readiness to change should also be assessed using
the Importance and Ability Ruler. The provider
asks “On a scale of 1 to 10, with 1 being not ready
at all, and a 10 being very ready, how ready are
you to make changes so that you take your medi-
cations on time every day?” When the patient
responds with a number (for example, with a 6),
the provider asks “Why did you choose a 6 and
not a 3 (some lower number)?” When the patient
provides a rationale, the provider asks, “What
would it take for you to feel like you could get
from a 6 to an 82”7 (p. 230)

The goal of the healthcare provider is to elicit posi-
tive discussions and to encourage and support talk of
change. Karalis et al. (2007) suggest four activities for
the clinician that can positively influence interac-
tions with clients: ask non-judgmental, open-ended ques-
tions; listen carefully; set goals with the patient and not
for the patient; and involve the patient in problem solving
(p. 336-337). These four activities help to build rapport with
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the patient and also recognize that it is essential for the indi-
vidual to be involved in the process.

Using a convenience sample of 29 patients, Russell et al.
(2011) studied the use of MI for improving adherence
with hemodialysis patients. The authors found that dialy-
sis attendance, shortened treatments, and phosphorus and
albumin levels were favorably influenced by MI, though
the findings were not statistically significant (Russell et
al,, 2011). This pilot study showed promise; however, the
authors recommend future studies using a randomized con-
trolled trial design. In a systematic review of literature, Hill
and Kavookjian (2012) found that the use of Motivational
Interviewing was also successful in improving health out-
comes and adherence in HIV-positive patients.

DISCUSSION

The Theory of Planned Behavior (TPB), the Common Sense
Model (CSM), and Motivational Interviewing (MI) all pro-
vide insight into behavioral change. Several commonalities
exist: listening to the individual, addressing misconceptions,
educating with accurate information, understanding what
the individual is willing to do, and encouraging and sup-
porting the individual’s change efforts. Ultimately, all three
theories are attempting to address the same issue (behavioral
change), while providing slightly different insights into the
process of change in individuals. Though the insights are
different, they also are compatible and dovetail to provide a
larger and more in-depth view of individuals facing the need
to change behaviors. Each theory also reminds and informs
us that knowledge alone is not sufficient to bring about
changes in behavior.

While TPB and the CSM do not offer any specific interven-
tions, they do provide a framework for understanding the
process individuals are going through and provide social
workers with key concepts to explore and to potentially chal-
lenge. MI offers a more structured approach for exploring an
individual’s current status and willingness to make changes
in behavior and focuses on encouraging the individual and
motivating him to find and make the changes he is willing to
do. All three theories acknowledge that change is governed
by internal processes in the person. The social worker’s job
is to explore those internal processes with the person using
empathy and non-judgmental questioning. By building
rapport with the person, the social worker can challenge
misconceptions and non-congruent behaviors, and support
change efforts. While all three theories are congruent with
social work values and ethics, two values and ethical prin-
ciples are exemplified in these approaches. These are: dignity
and worth of the person and importance of human relation-
ships. The National Association of Social Workers (NASW)
outlines the value the dignity and worth of the person as:

Social workers treat each person in a caring and
respectful fashion, mindful of individual differ-
ences and cultural and ethnic diversity. Social
workers promote clients” socially responsible self-

determination. Social workers seek to enhance
clients’ capacity and opportunity to change and to
address their own needs. Social workers are cog-
nizant of their dual responsibility to clients and to
the broader society. They seek to resolve conflicts
between clients’ interests and the broader soci-
ety’s interests in a socially responsible manner
consistent with the values, ethical principles, and
ethical standards of the profession. (NASW, 2012)

And importance of human relationships as:

Social workers understand that relationships
between and among people are an important
vehicle for change. Social workers engage people
as partners in the helping process. Social workers
seek to strengthen relationships among people in
a purposeful effort to promote, restore, maintain,
and enhance the well-being of individuals, fami-
lies, social groups, organizations, and communi-
ties. (NASW, 2012)

These values should always be guiding the social worker’s
practice with people and lay the foundation for successful
work. Upon that foundation, theories like the Theory of
Planned Behavior, Common-Sense Model, and Motivational
Interviewing can be used to assist individuals in the pursuit
of maximized health outcomes.
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New Social Work Tools

Standards of Practice for Nephrology Social Work, 6th Edition

A 150-page-plus resource providing up-to-date information related to the expanded professional role
of the nephrology social worker in various practice settings (early stages of CKD, dialysis, transplant,
research). Also discusses the history of CNSW, medical and psychosocial aspects of CKD, and gives
links to online resources throughout.

Insurance Toolkit

A great reference document addressing ESRD-specific insurance information with regards to
transplant, VA, COBRA, Medicare Part D, and coordination of benefits.

A Meandering Journey

A series of five audio files and an accompanying booklet intending to introduce relaxation and
mindfulness meditation techniques to people experiencing chronic illness (courtesy of Gary
Petingola, BSW, MSW, RSW).

Go to www.kidney.org/members
to explore these new professional
and personal educational materials.
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