Planning for a Good Death:
A Neglected but Essential Part

Of ESRD Care
Mary S. Haras

“There is a dignity in dying that doctors
should not dare to deny.”-Anonymous

ialysis as a treatment for end

stage renal disease (ESRD) is

relatively new when compared

to other treatments for chronic
conditions. When the concept of inter-
mittent hemodialysis for chronic renal
failure (CRF) was introduced in the
early 1960s, patient selection was
accomplished with the use of clinical
evaluation committees and commit
tees of community members to decide
who would benefit most from this
treatment (Moss, 2000). The med ical
profession did not generally discuss
end-of-life (EOL) or palliative care for
patients on dialysis because only the
healthiest patients were selected to ini-
tiate dialysis. With the passage of the
Social Security Act of 1972 (PL 92-
603), which provided Medicare cover-
age for dialysis and transplantation for
individuals who are eligible for Social
Security and for their spouses and
dependent children, more patients
gained access to dialysis and trans-
plantation to treat their renal failure.
Nephrology as a nursing specialty
emerged based on the need to
provide these treatments in a
hospital or outpatient setting. The
American Association of Nephrology
Nurses & Technicians (AANNT) was
formed in 1969; the name was
changed to the American Nephrology
Nurses’ Association (ANNA) in 1984.
The organization developed profes-
sional standards of care for patients
undergoing dialysis in the 1970s.
Guidelines for EOL and palliative
care for the patient with chronic kid-
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Continuing Nursing
Education

Planning a “good death” is a neglected, but essential, part of the care of patients with
end stage renal disease and their families. Many of these patients do not have advance
directives and few utilize palliative care. Guidelines from medical and specialty nursing
organizations regarding end-of-life (EOL) issues and palliative care have been devel-
oped, but they are not consistently used by the nephrology community. Nephrology nurses
are frequently positioned to begin EOL discussions with patients and families, and
advanced practice nurses are in a unique position to coordinate and facilitate a patient’s
transition from chronic to terminal illness and to increase the likelihood that the patient
and family experience a “good death.” This article reviews the need for practice improve-

ment in EOL care and a review of the current literature.

Goal

To provide information about end-of-life issues and palliative care for patients with

end stage renal disease.

Objectives
1. Define palliative/end-of-life care.

2. ldentify the “lived” experiences of survivors with ESRD.
3. Explain the role of the advanced practice nurse in the end-of-life care of patients

with ESRD.

4. List three standards, guidelines, recommendations, and/or resources of end-of-life

care.

ney disease (CKD) who is undergo-
ing dialysis are included in the most
recent ANNA standards of practice
and guidelines for care (Burrows-
Hudson & Prowant, 2005).

In 2005, there were nearly
472,000 individuals with ESRD living
in the United States (United States
Renal Data System [USRDS], 2007).
Two-thirds of these individuals were
on dialysis, with 92% on hemodialysis
(USRDS, 2007). During the same
time period, nearly 70,000 patients on
dialysis (22% of the population) died
(USRDS, 2007). This number is pro-

jected to increase at a rate of 6% to
10% annually, as the incidence of dia-
betes and hypertension increases.
The dialysis population is becom-
ing increasingly elderly. The median
age of newly diagnosed patients with
ESRD in 2005 was 64.6 years, and
the prevalence rate has more than
doubled in the past 10 years for per-
sons aged 75 and older (USRDS,
2007). The over-65 population has
been identified as the fastest growing
segment of persons with ESRD on
dialysis. Limited studies have been
done with individuals older than 80
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years. Kurella, Covinsky, Collins, and
Chertow (2007) found that there was
a 57% increase in persons older than
80 years who started dialysis from
1996 to 2003, and that the one-year
mortality was 46%. The number of
co-morbid conditions, older age,
mental status, and non-ambulatory
status were characteristics associated

with death.

Need for Practice Improvements

Palliative measures are aimed at
providing quality EOL care in an
attempt to improve the quality of
dying, which will hopefully result in a
good death. Palliative care, according
to the World Health Organization
(WHO) (n.d.), is the total care of
patients with terminal illness; it
includes pain management and
symptom control, and addresses
patients’ social, spiritual, physical,
and psychological problems. It is not
limited to patients who are at the end
of their life and should be offered
throughout the continuum of their
care (Jablonski, 2007). Hines,
Babrow, Badzek, and Moss (1997)
defined an EOL decision as one in
which a patient decides whether to
continue or withdraw from life-sus-
taining treatments when faced with an
incurable condition. This definition
can guide the multidisciplinary team’s
planning process to encompass all of
the components necessary to plan for
a good death. The patient with kidney
disease must face the inevitable
prospect of dying, and the nephrolo-
gy nurse is often the first person who
hears of the patient’s request to with-
draw dialysis (Price, 2003).

Since the 1991 Patient Self-
Determination Act and the Social
Security Act of 1972 (PL 92-603) were
implemented, studies indicate that
only 32% to 51% of patients on
hemodialysis have yet to complete
advance directives (Calvin, 2004;
Holly et al., 1999; Moss, Hozayen,
King, Holley, & Schmidt, 2001;
Weisbord et al., 2003). Despite the
growing numbers of clinical practice
guidelines and resources available to
the nephrology community, less than
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10% of patients with ESRD are
enrolled in hospice after they discon-
tinue dialysis (Braveman & Cohen,
2002). Many factors have been cited
as possible reasons for the status quo,
including ambivalence among patients
and the health providers, a lack of
understanding of reimbursement reg-
ulations, and the inherent implica-
tions in making the decision to either
forego or withdraw from dialysis.
Valente (2007) also found that physi-
cians might be an obstacle to afford-
ing a good death due to their own
beliefs in preservation of hope and
life, and an inadequate educational
preparation to deal with EOL issues.
Neely and Roxe (2000) support the
need for palliative and hospice care in
patients who withdraw from dialysis
and found that patient ambivalence
may contribute to the low numbers of
patients referred to hospice. For all
healthcare decisions, there is more
than one choice and no “correct”
choice; personal value and circum-
stances must be taken into considera-
tion (Price, 2003).

The vast majority of studies under-
taken by physician groups, reviews of
relevant case studies, and family inter-
views conclude that further education
and skills development in palliative
care are needed, and that nephrology
nurses and nurse practitioners are fre-
quently in the best position to facili-
tate EOL decision-making with
patients and their families. The Renal
Physicians Association (RPA) and the
American Society of Nephrology
(ASN), along with ANNA, believe
there is a substantial need to educate
all members of the medical commu-
nity, including patients, physicians,
nurses, and other health care profes-
sionals, regarding what constitutes
quality care at the end of life (Danko,
2002).

The clinical practice guidelines for
EOL care in the patient with kidney
disease have been in place for almost
10 years. Many tools have been
developed to assist medical profes-
sionals and patients in preparing for
the end of life. While current research
supports the on-going need for these
guidelines, data show that the

nephrology community is not where
it should be in providing comprehen-
sive EOL care to this population. In
addition, limited studies exist in eval-
uating the guidelines in the octoge-
narian and older population (Cohen,
Moss, Weisbord, & Germain, 2000;
Kurella et al., 2007).

Review of Literature

Studies that focus on “a good
death” and the use of palliative care
are numerous. Objective means to
quantify a good death have been
designed, tested, modified, and adapt-
ed (Calvin & Eriksen, 2006; Cohen &
Germain, 2004; Cohen, Poppel,
Cohn, & Reiter, 2001; Jablonski,
2007).

The concept of dying a good
death is universal, and medical pro-
fessionals in many countries are
equally interested in studying the fac-
tors that will promote a good death.
The Debate of the Age Health and
Care Study Group (1999) identified
12 principles of a good death (see
Table 1). The study group identified
three themes that continued to
emerge during the debate — control,
autonomy, and independence. Smith
(2000) recommends that these princi-
ples be incorporated into plans of
care, professional codes, and the goals
and objectives of healthcare institu-
tions.

Objective Measurements

A number of authors have attempt-
ed to identify objective measurements
related to the quality of dying. Cohen
et al. (2001) developed the Dialysis
Discontinuation Quality of Dying
(DDQOD) tool that incorporated the
domains of pain and suffering, psy-
chosocial factors, and duration to
assess the circumstances in which
patients chose to withdraw from dial-
ysis. These domains corresponded to
the descriptions by patients, families,
and staff that a good death was when
the dying was pain-free, peaceful, and
brief. In this tool, the higher the score,
the better the death. The tool was test-
ed at eight research sites, and the
analysis of the reliability data was
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Table 1
Principles of a Good Death

e To be afforded dignity and privacy.

e To know when death is coming and to understand what can be expected.
* To be able to retain control of what happens.

* To have control over pain relief and other symptom control.

¢ To have choice and control over where death occurs (at home or elsewhere).

* To have access to information and expertise of whatever kind is necessary.

e To have access to any spiritual or emotional support required.

* To have access to hospice care in any location, not only in hospital.

¢ To have control over who is present and who shares the end.

* To be able to issue advance directives, which ensure wishes are respected.

e To have time to say goodbye and control over other aspects of timing.

* To be able to leave when it is time to go, and not to have life prolonged pointlessy.

Source: Debate of the Age Health and Case Study Group, 1999.

consistent across the sites. The sum of
the DDQOD scores could range
from 3 to 15, and the scores were used
to distinguish between a good death
and a bad death. While the DDQOD
tool had been successfully used in a
Japanese study, the authors deter-
mined it was not applicable to
patients who died who did not with-
draw from dialysis.

Cohen et al. (2001) then devel-
oped the Dialysis Quality of Dying
Apgar (QODA). This new tool had
five domains (pain, non-pain symp-
tom, advance care planning, peace,
time). The sum of the domain scores
provides the total QODA score, with
the maximum score being 10. The
higher the score, the better the death.
The user has the option of indicating
any unusual events and can supple-
ment the tool with a narrative. The
authors believe that use of the tool
enables practitioners to provide better
physical care and a good or very
good death. Moss (2001) suggested
that the tool be modified to include
the patient and family perspective,
and commended the authors on their
inclusion of a number of domains to
compare the quality of dying among
patients. Steinhauser et al. (2000) con-
ducted a study using focus groups that
included patients, bereaved family

members, and a wide variety of mem-
bers of the healthcare team to identi-
fy attributes of a good death from
their individual perspectives. “Six
themes emerged: pain and symptom
management, clear decision making,
preparation for death, completion,
contributing to others, and affirma-
tion of the whole person” (p. 826).
While all groups shared these six
themes, there were differences in
emphasis by the various groups. The
psychosocial and spiritual issues of
patients and families were identified
as important as the physiologic issues,
whereas physicians focused mostly on
physiologic concerns.

Calvin and Eriksen (2006) used the
theory of personal preservation to
develop an Advance Care Planning
Readiness Instrument (ACPRI) to
attempt to evaluate a patient’s readiness
to undergo the discussion of advance
care planning. The tool went through
the process of initial development,
assessment of content validity, and pilot
testing. The overall content validity
index was 0.90 and Cronbach’s alpha
was 0.73. Calvin and Eriksen (2006)
purport that one of the reasons the com-
pletion rate of advance directives is low
is that health care providers have not
assessed the patients’ readiness to dis-
cuss these issues.
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Patient and Family

Perspectives
Patient and family perspectives are

integral in defining a good death. A
prospective cohort study was conduct-
ed to define the experience of dying
from the perspective of the patient’s sur-
rogate decision makers (Lynn et al,
1997). The Study to Understand Prog-
noses and Preferences for Outcomes
and Risks of Treatments (SUPPORT)
and the Hospitalized Elderly Longi-
tudinal Project (HELP) attempted to
understand and improve decision mak-
ing for seriously ill and elderly hospital-
ized patients. The SUPPORT project
identified that dying is not only what
the patient experiences but also what
the family remembers. Identified limi-
tations to that study indicated that the
surrogate population over-represented
the general population, and that surro-
gates may have over or under-reported
patients’ symptoms. Lynn and col-
leagues (1997) highlighted the areas
that need improvement in caring for
dying patients.

With the information obtained from
these studies, Hammes and Rooney
(1998) conducted a qualitative study to
examine EOL decision making and
planning in a community where an
extensive advance directive education
program existed. The La Crosse
Advance Directive Study (LADS) uti-
lized interviews by nurse researchers to
hear unsolicited stories and events
about the dying process of their loved
one. The constant comparative method
was used to analyze the data, and six
propositions were identified that fos-
tered the understanding of the “lived”
experiences of the survivors:

*  Being present or absent at the death
of their loved one was a significant
memory for survivors.

* Survivors need and expect honest
and open communication from a
consistent health care provider dur-
ing the dying process.

*  Families want information about the
dying process and want to know
what to expect during this time.

* Keeping promises and wishes
made to the dying person helps
families cope with the death.
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+ Giving a patient the permission to
die is a powerful directive that fam-
ilies feel should be in their control.

* Families remember details of the
events surrounding the death and
will describe their loved one’s death
as either peaceful and comfortable,
or as painful and struggling.

The study demonstrated that
friends and family want to share their
experiences about their final
moments with their loved ones. By
understanding the importance of
what family members report about
the events of the death of their loved
one, health care providers can
improve the quality of EOL care
(Berns & Colvin, 1998).

Peer mentoring by patients experi-
enced on dialysis who have adapted a
positive coping mechanism and have
been trained in the mentoring process
has been an effective means to help
newer patients on dialysis begin to
adjust (Perry, Swartz, Kelly, Brown, &
Swartz, 2003). They have also been
effective in mentoring patients on
advance directives. Patients respect
the input of these mentors who have
been in similar situations, and they
were more likely to complete
advance directives after participating
in a peer-mentoring program.

Cultural Issues

Inclusion of cultural awareness and
ethnicity is necessary in the review of
EOL care. The cultural caring theories
of Leininger, Swanson, and Watson
have been incorporated into analyses
on EOL care (Andershed & Ternestedt,
1999; Mitchell, Gale, Matzo, McDon-
ald, & Gadmer, 2002). Dobbins (2005)
noted the potential impact of individu-
als’ religious, racial, and ethnic back-
grounds on their EOL decisions. Nahm
and Resnick (2001) studied treatment
preferences among older adults. While
they found ethnicity not to be a factor
in the patient’s choice of care, they did
find differences between individuals
from African-American and Asian cul-
tures in their treatment preferences.
African Americans were more likely to
seek aggressive interventions com-
pared to the Asian population.
Searight and Gafford (2005), in
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reviewing research in this area, found
that the three dimensions in EOL
treatment that vary by culture are how
“bad news” is communicated, attitudes
toward advance directives and EOL
care, and locus of decision making.

The American Psychological As-
sociation (APA) has done an exten-
sive literature review and found simi-
lar findings regarding cultural differ-
ences and their impact on EOL care.
Valente and Haley (2007) identified
that ethnic groups use advance direc-
tives differently from one another,
and have varied values and beliefs
about certain life-sustaining treat-
ments; some had a greater distrust of
the healthcare team than others.

Palliative Care

Virtually all studies reviewed sup-
port the need for palliative care in the
patient with CKD. The inclusion of
symptom management is important
because pain and agitation are quite
common. Advance directives are also
an important component of EOL
care and should be the starting point
of the discussion (American Academy
of Family Physicians, 2003; Cohen,
Germain, Poppel, Woods & Kjellstrand,
2000; Cohen et al., 2006; Davison,
2001; Jablonski, 2007).

Hackett and Watnick (2007)
reviewed the medical, social, and psy-
chological issues in withdrawal from
dialysis, as well as the practice guide-
lines established jointly by the RPA
and ASN in 2000, which state that all
patients should be offered palliative
services, including hospice or bereave-
ment, after the decision has been
made. Hackett and Watnick (2007) dis-
cuss how the difficult decision to with-
draw from dialysis by a competent
octogenarian affected his significant
other. While the patient was comfort-
able with the decision to enter hospice,
interactions between the significant
other and hospice team became more
and more difficult. She was concerned
about her financial status because they
were not married. The nephrologists
and hospice team had frequent discus-
sions with the couple, and the patient’s
wishes prevailed.

Baystate Medical Center and eight

dialysis clinics initiated the Renal
Palliative Care Initiative (RPCI) to
address the unique needs of the patient
with ESRD. Improved symptom
assessment and management, advanc-
ed care planning, high quality palliative
care, and family support during the
EOL stage and after death are incorpo-
rated into the programs offered by the
RPCI (Braveman & Cohen, 2002;
Poppel, Cohen, & Germain, 2003). As
a result of these interventions, the
nephrology team became more com-
fortable addressing EOL care and
withdrawal of dialysis with patients and
more adept in symptom control.
Interest in and awareness of palliative
medicine changed the dialogue in vari-
ous dialysis units and became a high
priority agenda item at interdiscipli-
nary meetings.

Role of Advanced Practice
Nurses

Nurse practitioners are becoming a
greater presence in the nephrology
community and are often the primary
care providers for patients with kidney
disease. Nursing organizations have
globally endorsed an agenda for EOL
care and have published numerous
resources for nurses to utilize in their
practice. A non-experimental descrip-
tive research design by Tyree, Long,
and Greenberg (2005) used the End-of-
Life Care Decision Questionnaire II
(EOLCDQ II) to survey nurse practi-
tioner attendees at an annual confer-
ence. The results of this convenience
sample found that 82% of nurse practi-
tioners had initiated EOL discussions
during their career, the majority felt
that their work experiences qualified
them to have the discussion, the major-
ity seemed comfortable using the
words “death” and “die,” and that these
EOL discussions facilitate treatment
choice agreement by the patient-
provider team.

Nurses have highlighted the suc-
cessful achievement of a good death in
patients with ESRD through case study
presentations. In one scenario, while
the patient had not voluntarily with-
drawn from dialysis, he achieved a
good death on dialysis (Hayslip, 1998).
The outpatient unit had implemented a
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plan of care for patients who had opted
for No Code status. During the plan
development, they explored the areas
of concern, patients’ rights, and ethical
and legal responsibilities, and they
thoroughly involved the patient and
family in the process. This information
was incorporated into the patient teach-
ing program so all patients in the unit
were familiar with the plan. By respect-
ing and honoring the patient’s wishes,
the staff felt that they had treated the
dying patient with dignity and respect
in his final moments when he died
peacefully in the dialysis unit.

Another case study highlights the
role of the advanced practice nurse
(APN) in advocating for the patient
and family. Dethloff (2004) described a
situation in which an elderly dialysis
patient had suffered an irreversible
stroke and was left with significant
speech and cognitive deficits. The
patient had not clearly specified his
wishes regarding dialysis, so his family
was left to make the decision for him.
The APN facilitated a multidisciplinary
meeting with the family and their pas-
tor. Questions were answered, support
provided, and referrals made to the
appropriate resources. Concerns about
pain were addressed, and the family
discontinued care. The patient went
home with hospice and died several
days later with his family at his side.
Because of open communication, uti-
lization of resources, and knowledge of
the dying process, the family was able
to make an informed decision so that
the patient could experience a good
death.

Standards, Guidelines,
Recommendations, and
Resources

A number of organizations have
recognized the need for EOL care and
have developed standards, guidelines,
recommendations, and resources.

American Nurses Association.

In 1997, the American Nurses

Association (ANA) issued a position

statement on EOL care:

» The goal of providing quality end-of-
life care challenges the very integrity
of health care professionals. The
American Nurses Association, in its

deep concern about the quality of care
rendered at the end of life, is deter-
mined to meet this challenge and
remains firmly committed to improv-
ing that care while upholding the eth-
ical mandates of the nursing profession
and not participating in assisted sui-
cide. We believe that the accrued expe-
rience and expertise of nurses is essen-
tial to advancing such an initiative.

American Association of Colle-
ges of Nursing. In 1998, the Ameri-
can Association of Colleges of Nursing
(AACN) issued recommendations for
nursing education EOL competencies
that should be included in undergrad-
uate curricula. The document, Peaceful
Death: Recommended Competen-cies and
Curricular Guidelines for End-of-Life
Nursing Care, provides details on
needed competencies as well as rec-
ommendations on where such com-
petencies can be integrated into the
curriculum.

Robert Wood Johnson Foun-
dation. The Robert Wood Johnson
Foundation (RWJF) has been instru-
mental in improving the dying expe-
rience of patients with ESRD. The
ESRD Peer Workgroup, an expan-
sion of the 1997 Promoting Excel-
lence in End-of-Life Care program,
was initiated to study this population
of individuals. Workgroup members
included physicians, nurses, social
workers, attorneys, nutritionists, and
administrators. The workgroup was
divided into the three sub-groups of
Quality of Life (QOL), Quality of
Dying, and Education, and met from
March 2000 through October 2001.
In their Final Report Summary on
End-of-Life Care, the findings of the
various subgroups were reported
(RWJF, 2003). The Quality of Life
subgroup found that current instru-
ments were insufficient or non-exis-
tent to assess patient satisfaction, per-
ception of QOL, or spiritual concerns
related to quality. The Quality of
Dying subgroup found that available
literature was inadequate to describe
patient and family perspectives, that
there were no consistent policies to
respect the wishes of patients, and
that there was insufficient information
about the process of dying. The third
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subgroup, Education, identified gaps
in knowledge, attitudes, and practice
of palliative care.

Nephrology Organizations. The
renal community has begun to
embrace the need for clinical practice
guidelines EOL care, including the
initiation and withdrawal of dialysis
that clearly identify the role of pallia-
tive care, as a result of the changing
dialysis population and increasing fre-
quency of patients voluntarily with-
drawing from dialysis (Moss, 2000).

The RPA and ASN collaborated
in 2000 to develop a guideline on
shared decision making in the appro-
priate initiation of and withdrawal
from dialysis (RPA & ASN, 2000).
The impetus for this guideline came
from the Institute of Medicine’s
(IOM) 1998 recommendation to
develop a guideline regarding the
evaluation of patients so that the bur-
den of renal replacement (dialysis)
does not outweigh the benefit (Moss,
2000). It is intended to benefit the
patient and family by seeking their
active participation in decisions about
their treatment and honoring their
rights. The nine recommendations in
the guideline incorporate shared deci-
sion-making, advance directives,
withholding or withdrawing dialysis,
time-limited trials, conflict resolution,
estimating progression, palliative
care, informed consent, and special
patient groups. The recommenda-
tions are based on extensive review of
the relevant nephrology and medical
literature, ethics, case and statutory
law, and data sources descriptive sur-
veys, case-control studies, cohort
studies, and randomized trials. Expert
consensus and peer review were uti-
lized to formulate and validate the
recommendations.

In 2000, RPA, ASN, and ANNA
developed a joint position statement
and recommendations for the nephrol-
ogy community. ANNA has since
developed guidelines related to pallia-
tive and EOL care based on their
work with the RW]JF ESRD
Workgroup as part of the Promoting
Excellence in End-of-Life Care pro-
gram (Burrows-Hudson & Prowant,
2005). The strength of these standards
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lie in the rigorous literature review
and expert consensus. The ANNA
(2004) standard states, “The patient
and family will receive guidance with
advance care planning. The patient
will receive appropriate pain and
symptom management, and psy-
chosocial and spiritual support
throughout the chronic kidney dis-
ease and dying experience” (p. 128).
The guidelines recommend that the
nurse review the patient’s readiness
for EOL and assess the patient’s men-
tal, physical, symptom, psychological,
emotional, and treatment history.
Patient teaching on palliative care,
benefit of advance directives, and
reinforcement of the patient/family as
the prime decision maker in the deci-
sion to withdraw from dialysis are key
educational components. The ANNA
Ethics Committee (2007) has also
developed a learning module to facil-
itate advanced care planning discus-
sions between the patient and the
nephrology nurse.

The Kidney End-of-Life Coali-
tion (n.d.), initiated by ESRD
Network 5 in 2004, was created to
discuss furthering the education of
the kidney community in EOL
issues. Work groups were established
to address specific EOL issues and
discuss barriers to hospice for
patients with ESRD. The Coalition’s
mission is to improve communica-
tion between patients, their families,
and the entire health care communi-
ty to support integrated patient-cen-
tered EOL care of patients with
chronic kidney disease (CKD).
Resources have been developed for
patients and providers. The Coalition
Web site (www.kidneyeol.org) is an
invaluable resource for patients, fam-
ilies, and providers on relevant
issues, and summarizes the extensive
work of this group.

American Psychological Asso-
ciation. In 2001, the American
Psycholo-gical ~Association (APA)
adopted a Resolution on End-of-Life
Issues and Care and endorsed the
work of the Institute of Medicine
regarding EOL care. Fact Sheets have
been developed based on extensive
literature review (APA, 2001).
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American Academy of Family
Physicians. The American Academy
of Family Physicians (2003) policy
statement on ethical principles for
EOL care specifically addresses cul-
tural diversity. They provide guide-
lines for translation with a medical
interpreter, cross-cultural interview
questions, and guidelines for serious
medical illnesses. The clinical recom-
mendations are consensus-based and
referenced to medical experts.

National Consensus Project for
Quality Palliative Care. The Na-
tional Consensus Project for Quality
Palliative Care (2004) clinical practice
guidelines were developed based on
patient need by five major United
States palliative care organizations:
the American Academy of Hospice
and Palliative Medicine, the Center to
Advance Palliative Care, Hospice and
Palliative Nurses Association, Last
Acts Partnership, and the National
Hospice and Palliative Care Organi-
zation. Many individuals and organi-
zations contributed to the develop-
ment of the guidelines. Patients with a
chronic progressive disease, including
CKD, are one of the many popula-
tions these guidelines are designed to
serve. The purpose of these guide-
lines is to structure an environment
that meets the needs of the entire
patient and is based on the WHO def-
inition of palliative care (WHO, n.d.).
These guidelines are designed to be a
resource to the primary care provider
dealing with these issues and on what
constitutes a good palliative care pro-
gram. They represent the goals that a
good program should attain (rather
than a minimum standard), are not
mandatory, were developed through
expert consensus based on past stan-
dards developed by various organiza-
tions, and assume continued profes-
sional education by the provider.
There are eight identified domains to
quality palliative care that encompass
the physical, social, spiritual, psy-
chological, cultural, ethical and legal
aspects, and the care of the imminent-
ly dying patient.

Summary
The guidelines for EOL care are

comprehensive and have been devel-
oped by expert consensus. Most are
recommendations and not a manda-
tory requirement. What all have
shown is that there is much room for
practice improvement. All strongly
support the team approach and
encourage continued professional
education. Many have developed
valuable resources that are available
on the Internet.

Implications for Professional
Practice

To be an effective primary or spe-
cialty care provider to patients with a
chronic illness and their family
requires the practitioner to incorpo-
rate spiritual, cultural, emotional,
educational, and physical aspects into
an appropriate plan of care. A height-
ened awareness of the reality of a
chronic illness progressing to a termi-
nal one and planning for inevitability
of death will facilitate discussions
about EOL issues and advance care
planning. Having an in-depth knowl-
edge about the likely progress of the
dying process will minimize the
patient’s feelings of the fear of dying.
Asking for their wishes, plans, and
goals further fosters a trusting rela-
tionship between the patient and
provider. Utilizing the rigorously test-
ed tools available will provide an
objective assessment of the patient’s
readiness to discuss these issues.
Evaluating the effectiveness of one’s
interaction is necessary. Because
patients absorb only a small percent-
age of the information presented in
educational sessions, repeat interac-
tions are often necessary. The timing
and location of the interaction may
have a negative or a positive impact
on a patient’s ability to process infor-
mation, as does the influence of fami-
ly members. Establishing an open
dialogue with patients as to their spe-
cific wishes about who should be
involved in the discussion enables
practitioners to be culturally sensitive.

Utilizing specialty nursing organi-
zation continuing education pro-
grams and remaining current with
published literature on the subject
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will enable nurses to answer questions
from patients and families. The
ANNA Web site links members and
non-members to modules addressing
guidelines for patient education in
CKD, EOL issues, and the role of the
nephrology nurse.

Graduate schools of nursing
would do well to incorporate a case-
based course on EOL issues. Bringing
the subject to a personal level will
mean much more to nurses than gen-
erally talking about the need to pro-
vide for a good death. Studies have
shown that the lack of involvement
with palliative care comes from the
health professional’s own sense of dis-
comfort with the topic, either because
of educational or emotional reasons.
A fault of many programs, either uni-
versity-based or continuing educa-
tion, is that nurses are told what to do,
but often are not told how to do it or
how to do it well.

Further nursing research is need-
ed to develop more objective tools to
either plan for or evaluate a good
death. The tool to assess the readi-
ness to discuss advance directives is
an excellent starting point. Moss
(2001) suggests that nurses should
look deeper into what criteria define
a good or exceptional death, whose
perspective is most important, and
how the dying experience should be
measured. Andershed and Ternestedt
(1999) have asked how the staff can
support families to help the patient
yet still set limits. Knowing what the
patient and family want and can do is
a necessary requirement to facilitat-
ing a good death.

The nephrology community as a
whole, and nursing as a major com-
ponent, should look at the impact of
applying the guidelines to the older
patient with kidney disease. How are
nurses doing today, nearly a decade
after the guidelines have been imple-
mented? Few recent studies are avail-
able that have taken on this task.
Time and resources will continue to
be a barrier in this evaluation process.
Retrospective cohort studies will be a
starting point for nephrology nurses
to measure their own effectiveness.
Just as planning for EOL care is an

evolutionary process, so is the evalua-
tion of the effectiveness. Developing a
prospective study with input from
older adults as compared to younger
adults should be initiated. This area is
ripe for further study and is limited
only by the researcher’s desire to
delve further.

Conclusion

Recognizing that advance care
planning is one component of EOL
planning will remind the practitioner
to look at all components in designing
a plan of care for patients. Further,
understanding that it is an evolution-
ary process and should be revisited
frequently will enable practitioners to
incorporate the understanding that
palliative care/hospice should be
offered with dialysis, instead of taking
an either/or approach.

The unique issues facing the older
adult must also be evaluated and dis-
cussed with patients and families. An
understanding of co-morbid condi-
tions, mental status, and ambulatory
status will help determine the proba-
ble outcome and success of initiation
of treatment. A constant reminder
that patients can change their minds
at any point needs to be made. As the
dialysis population and number of
patients with CKD continue to grow,
nephrology nurses and the nephrolo-
gy community are obligated to revisit
and evaluate the success of their per-
sonal implementation of the guide-
lines that have been so rigorously for-
mulated.
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