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How I came to choose this topic?
Nephrology nurses encounter ethical issues daily in
their clinical nursing practice, such as:


Renal nurses described the appropriateness of initiating
and stopping dialysis as being the most common ethical
conflict in their practice, frequently causing moral
dilemmas and in some instances moral distress
(Redman, et al., 1997)



Patients ask if stopping dialysis is considered suicide?



Patients often indicate they are ready to stop dialysis but
continue for the sake of the family who are not able to
let go
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Nephrology nurses encounter ethical issues daily in their
clinical nursing practice con’t…


Patients and families not realizing that stopping
dialysis or receiving a short trial of dialysis are
treatment options



Lack of patient/family understanding of what are
conservative care and palliative care treatments



Families inability to ‘let go’ often valued over patient
suffering



Healthcare providers feeling ill equipped to have
conversations about dying and death



The Medical Model appears to value quantity of life
over quality of life
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Key Concepts in the Study
1.
2.
3.
4.

The Family
The trajectory of Endstage Renal Disease (ESRD)
Healthcare provider (HCP)-Client Relationship
Advance Care Planning (ACP) in End-of-Life (EOL)
Care

These 4 topics were central to the study. Their meaning was examined from the
perspectives of the literature, the study participants, and from my researcher,
professional, and personal perceptions.
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Key Concept: The Family
Family was defined as: who they say they are. The patient was
included in all references to family unless otherwise
indicated


Are an integral part of patient/family centered care



Are significantly affected by the illness trajectory



How the family experiences the impact of the illness determines how
effectively they will manage it
(Knafl & Gilliss, 2002; Öhman & Söderberg, 2004; Strauss, et. al, 1984; White, et. al, 2004)



Often experience a position of silent bystander, feeling powerless &
helpless in their caregiver role from both an unpredictable disease &
overburdened healthcare system



Most families feel unprepared to make decisions about EOL care issues
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Key Concept: Trajectory of ESRD


ESRD is a “family focused journey” (White, et al., 2004, p. 373)



A long process of disability and decline prior to death



Filled with uncertainty and complex decision making opportunities



Its course is unique for every individual and family



“Revolving door syndrome” illness exacerbations & frequent
hospitalizations enhance uncertainty of death
(Winzelberg, Patrick, Rhodes & Deyo, 2005, p. 293)



Families’ lives transform with each change in ESRD treatment modality



The threat of death is a constant companion lurking in the shadows of
families’ subconscious (Calvin, 2004)
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Key Concept:
Healthcare Provider (HCP)-Client Relationship


Families are also HCPs’ clients



Families are dependent on HCPs for support, assistance and direction
throughout the illness trajectory



As patient’s health deteriorates = ↑need for more frequent &
consistent communication



A general lack of readiness from all parties to address the topic of
death & EOL care issues



Clients who turn to HCPs for answers, direction & support with
questions about death & EOL issues all too often encounter a closed
(Dunbrack, 2005; Levine & Zuckerman, 2000)
door
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Key Concept: Advance Care Planning
ACP was defined as: a comprehensive process of planning ahead
for health care decisions that may have to be made by an
appointed representative or a (temporary) substitute decision
maker in the event of incapability of the individual
([Health Region A], 2007)


International consensus from HCPs in the value of having ACP
(Blank & Merrick, 2005; Gunda, Thomas, & Smith, 2005; WHO, 2004)
conversations



The challenge is in determining how and when EOL care discussions and
decision-making should occur



Many HCPs believe they are protecting patients by delaying or avoiding
(Song, 2004)
such conversations



Engaging in ACP does not take away patients’ hope but rather transforms it
(Davison & Simpson, 2006; Song, 2004; Steinhauser et al., 2000)
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Key Concept: Advance Care Planning
If no consensus on the objectives of ACP, the
content of its conversations and associated
documents exists then how are HCPs able to
determine whether they are asking the correct
questions, using the best methods to collect this
data or accurately interpreting the findings?
(Kolarik, et al., 2002)
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Study Overview
Problem Statement
Hemodialysis patients, their families and HCPs are in a
unique position to begin the ACP process early in
their illness trajectory, revising it when the patient’s
health status, prognosis and treatment modality
changes. Such an approach enables everyone to
understand how the family situates and
contextualizes the illness experience thus creating an
opportunity for a smooth transition into planning for
EOL care
12

Study Overview
Purpose of Study
To explore, from family members’
perspectives, the experience of participating
in a facilitated ACP conversation with a loved
one: the hemodialysis patient.

Research Question
“How do families of hemodialysis patients
experience advance care planning
conversations?”
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Clarification of Study Terminology


The word “patient” was chosen over the word “client” to represent the individual
receiving care from either the family or healthcare providers.



Endstage Renal Disease (ESRD) represents stage V of chronic kidney disease,
when remaining kidney function is less than 15% (glomerular filtration rate < 15
cc/minute). If a life sustaining treatment (such as dialysis or transplant) is not
sought soon the resulting body system complications caused by a build up of
toxins, and fluid and electrolyte imbalances will eventually cause death
(Candela & Parker, 2006;National Kidney Foundation, 2000b)



There are two types of dialysis treatments: peritoneal dialysis and hemodialysis.
This study focuses on hemodialysis treatments only. Hemodialysis is a process
of cleaning a person’s blood of toxins and impurities, and rebalancing some
electrolytes, fluid, and acid-base using a special machine. The standard routine is
a 4-hour treatment 3 times weekly for the remainder of a person’s life. Typically,
treatments take place in an outpatient clinic requiring healthcare professionals
from a variety of disciplines to oversee various aspects of the treatment
(Kidney Foundation of Canada, 2006; Thomas, 2002)
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Clarification of Study Terminology


The term “end-of-life” (EOL) in this study and thesis is used in broad
context. It is meant to include all decision-making in the last days,
months, or even years of an individual’s life
(Hammes & Briggs, 2004)



Facilitator is defined as a person who, as part of a group, encourages
discussion and other activity without directing it or controlling it actively
(Barber, 2004, p. 531)



Advance Directive for health or personal care consists of instructions
given by a capable person, often in written form, about their wishes for
health care treatment and/or personal care in the event that they become
incapable of giving informed consent. The advance directive may
appoint a proxy who will assume responsibility for ensuring that the
(Dunbrack, 2006, p. 25)
person’s wishes are respected
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Clarification of Terminology


A Representative is chosen and appointed by a capable adult through
a Representation Agreement. This person must also: be an adult, be
capable, have been in touch with the incapable adult in the past year,
have no known dispute with the adult, and be willing to abide by the
duties of a temporary substitute decision maker
([Health Region A], 2007)



Temporary Substitute Decision Maker (TSDM) is appointed by a
health care provider after an adult has lost capability and a health care
decision needs to be made; chosen from the following in order:
spouse, either by marriage or common law relationship (even very
short term) and including same sex relationships, adult child (children
equally ranked) parent (parents equally ranked) brother or sister
(siblings equally ranked) any other relative by birth or adoption
([Health Region A], 2007)
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Literature Review


End-of-life (EOL) Care







In Canada
Endstage Renal Disease (ESRD)
Hemodialysis (HD)

Death
Components of Advance Care Planning







The influence of culture
Advance Directives (AD)
Decision-making
Family as Substitute Decision-Maker (SDM)
Role of an ACP Facilitator
Communication and its Breakdown


Between HCP-Client, HCP-HCP, Patient-Family
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Gaps Remaining in the Literature


Little research has focused directly on how patients and their families
experience ACP conversations in the context of chronic illness,
ESRD and HD.



Minimal exploration of both the meaning of death and dying or its
experience in ESRD and HD from patient, family and HCP
perspectives



The notion of there being ‘stages of readiness’ in the ACP process.



Little research examining when is the right time to introduce ACP
conversations into the illness trajectory of ESRD.



Little research is available on the perspectives and needs of
nephrology nurses’ in ACP or EOL care. The majority of the
literature focuses on oncology and palliative care nurses.
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Methodology
Qualitative Research Approach
A Focused Ethnographic study
Postmodernist Critical Theory
(Theoretical Perspective)

19

Relevance of Methodology Chosen
Ethnographic research:


Researcher is immersed in the field of study over a long period of time
examining human behaviour and social interactions



Has its origins in cultural anthropology. It is about acquiring cultural
knowledge of a person’s own society
(Germain, 1986)



Appreciating the world through the participants’ eyes and what they
perceive as meaningful
(Roper & Shapira, 2000)

Focused Ethnography:


Allows the researcher to select a behaviour, belief or problem (ACP)
and study its meaning in a specific context/amongst a specific group of
people (Families in Hemodialysis)



Is used to develop nursing knowledge and practice

(Mueck, 1994, p. 198)
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Theoretical Perspective of Methodology:
Postmodernist Critical Theory


Acknowledges the complexity and influence that multiple cultural and
religious beliefs have on family structures and how family members explain
their “illness narrative”
(Wright & Leahey, 2005, p. 30)

A cultural influence is: North American society and the health care
system are generally uncomfortable talking openly about death
and dying, and in planning for it.


It is about digging beneath the surface of social life to uncover the
assumptions, masks and [contradictions of the underlying reality] that keep us
from a full and true understanding of how the world works
(McCormick, 2003, p. 39)

Digging beneath the surface: As families reflected on their ACP
conversation, they considered their individual and collective
experiences, and were able to share what meaning, value and
impact the conversations had on them.
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Data Collection Methods
1.

In-depth semi-structured interviews

2.

Participant Observations during interviews

3.

Fieldnotes
I.e. documenting the who, what, when, where & how of each
interview. Noting (non)verbal cues.

4.

Situating myself as an Ethnographer
I.e.being a nephrology nurse provides an ‘insider’s view into
understanding ESRD & being a researcher provides an
‘outsider’s view as an observer & analyzer of social interactions

5.

Reflexivity
I.e. self-reflecting on what & how my personal biases, prejudices
or misconceptions before, during & after data collection/analysis
potentially influence the research
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Setting







In-centre hemodialysis unit in a large urban
tertiary hospital in BC
ACP part of patient care
Access to ACP Facilitators
4 out of 5 family interviews took place in
participant’s home. One family interviewed
during HD session
ACP Facilitator interviewed twice on site
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Sampling Process
Purposive Sampling:


Deliberately selecting participants who appeared knowledgeable about
the research topic and/or had experienced the topic first hand

Recruitment:



Posters & information leaflets available on the unit advertising study
Nephrologist spoke with eligible patients informing them of the study

Inclusion Criteria:






English-speaking
At least 19 yrs of age
Able to provide informed consent
HD patient currently receiving HD treatment in the specific unit
Had involved at least one family member in their ACP experience,
worked with an ACP facilitator and had filled out the specified ACP
workbook
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The Sample
Eligible Population on HD Unit at time of Study


8 HD patients and their families





5 Families agreed
1 HD Patient died
1 HD Patient’s renal function recovered
1 family declined. The patient indicated interest but family “not
ready to revisit topic at this time”

Sample Size


A total of 11 participants



5 families (1 family member & HD patient)
1 ACP Facilitator
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Study Participant Characteristics


Held different positions in the family






I.e., (common law) husband or (surrogate) daughter

Varied in ages from 30 years old to mid
80s
All participated in one family interview
Patient had been on HD from < 6 month up
to 3yrs
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Sample of Interview Questions
1.

Can you tell me what it has been like for you, as a family, to participate in
an ACP conversation? What kinds of thoughts did you have at first and
have they changed over time?

2.

Could you start at the beginning and describe for me what was happening in
your lives when you had your first ACP conversation?

3.

Has participating in these discussions affected how you view kidney disease
and hemodialysis? Can you tell me more about this?

4.

Based on your experience with this topic, what sort of advice would you
give me in how my family might approach this same issue?

5.

What are the things that we, as a family, should consider if we were to talk
about this topic?

6.

Knowing what you now know about this topic, what advice would you give
to the staff in the hemodialysis unit about how they should talk about or
think about this issue? What were some helpful and unhelpful things you
experienced yourself and as a family that you would ask them to consider?
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Revisiting the Research Question
“How do families of hemodialysis
patients experience advance care
planning conversations?”
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Study Findings
2 Major Themes
1.

The ACP Process

2.

Communication Breakdown
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Study Findings
First Major Theme: The ACP Process
Subthemes of the ACP Process:
1. Initial Reactions
2. Timing
3. Readiness
a.
b.
c.
d.

4.

Matter of fact about death
Talking out loud about death
Facing mortality
Anticipating fear in the other person’s response

Finding Meaning in the Experience
30

Study Findings
First Major Theme: The ACP Process
5. Study Participants’ Perspectives on the
Resources Provided to Facilitate the ACP
Process
a.
b.

The Role of the Facilitator
The Role of the Workbook

6. Family Advice about the ACP Process
31

Study Findings:
First Major Theme: ACP is a Process


ACP is an invaluable experience offering “peace of mind” (1-2-12).



Every HD family (patient and family members) should be provided
with the opportunity & encouraged to go through the process. Each
member has a different set of needs.



It facilitates a positive experience in working through future health
crises & at the time of the patient’s death.



Often brought family members closer together, having a renewed
appreciation of the remaining time left as a family.

“This w ay w e don’t have to argue. W e k now our places and
w e k now her w ishes, so there’s no m ore argum ents,
w hich is very good” (1_1_1391-1395).
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Study Findings:
First Major Theme: ACP is a Process


Enabled family members to share their challenges in witnessing their
loved ones’ declining health making their experience less isolating.

“That’s why I think this is so important because I wouldn’t wish it
on anyone to be just thrown into [a health crisis] that is much
harder. That’s what I realized and after feeling as bad as I did
how it alleviated all that pain and anxiety, it just, diminished,
you know, it’s gone” (5_7_1425-1461).


Expressed an appreciation for having their parent make an advanced
care plan in which the burden of decision-making was no longer
completely theirs.

“It’s ideal if I can meet with them together. It’s like amazing cause
you see the lights going on. The relief on the family member’s
face as they hear. Gee, I don’t have to answer that question.
My mother just answered it for me” (1_ACPF_898-910).
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Validation of Findings with the Literature
ACP is a Process


It is unrealistic to expect patients and their Substitute Decision
Makers (SDM) to provide accurate reflective responses when
presented with hypothetical life and death scenarios. Particularly
when discussions regarding values, beliefs and wishes were not
previously discussed.



Families are but one player in ACP.



Each member (patient, family, HCP) brings their individualized
perspectives to the table, including past history and current context.



Each person’s set of needs and values about the process affect how
they participate in ACP.

(Chambers-Evans, 2002; Ditto, et al., 2001; Fagerlin et al., 2001; Fried et al., 2003; Meeker
& Jezewski, 2005; Pruchno, et al., 2005; Tulsky, 2005)
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Study Findings:
1. Subtheme:Initial Reactions to the Conversation
Participants found themselves asking:

What is ACP?

Is this the right timing in my life to address this
question?

Am I ready to have a conversation about it?

Participants familiar with the topic:
“It did not come out of the blue”; “not bothered”
Participants unfamiliar with the topic:
“Eye-opening”; “it really hit me”; “signing a death
warrant”
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Study Findings:
2. Subtheme: Timing of the Conversation
Integral throughout all stages of the process was the need for time to:




Assess the individual’s ‘readiness’ to engage in a conversation
Work through the process individually then collectively
Time needed to create and sustain a meaningful experience

Families needed time to:





Share their individual perspectives
Consider their individual role(s) in the process
Reflect on how each member might react to various health situations
Plan ahead and revisit the topic when life or family member’s health
changes

“For my mum it took a long time for her to be able to decide to talk
about [her ACP wishes] but eventually she did. The [ACPF] and
I, we had quite a few conversations…” (1_2_683).
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Validation of Findings with the Literature
Timing of ACP Conversations


An ineffective time for initiating EOL care dialogue
is when the individual is critically ill and family
stress is at its peak.



Consensus from the literature suggests creating a
process whereby a series of conversations occur over
time at particular points, starting early and continuing
throughout the illness trajectory, involving at least
one if not all health care team members in varying
capacities.

(Curtis, 2000; Davison & Simpson, 2006; Jezewski et al., 2003 Jezewski et al., 2005; Song, 2004)
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Study Findings:
3. Subtheme: Readiness


Readiness to address the notion of death & dying,
and to engage in an ACP conversation.



It changes throughout the process and must be
continually reassessed prior to moving forward.



Not just about patient and family readiness. Are
the staff and ACPF ready both personally and
professionally to talk about death and mortality?
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Study Findings:
3. Subtheme: Readiness
a. Being Matter of Fact About Death


Readiness to acknowledge meaning of death & talk about it



Human beings are mortal but people make a conscious
choice in whether or not they chose to face their mortality

“You’re born and you die”

(2_4_124).

“If death happens right away, it’s much easier then when
you see your mother in this condition” (1_2_49).
“I guess a lot of people just aren’t comfortable talking
about it…you’re going to die at some point and hope
that you’re comfortable when you go” (2_2_169-175).
39

Study Findings:
3. Subtheme: Readiness
b. Talking out loud about Death


It transforms a person’s inward thoughts
outward, into reality where they cannot be
retracted.



Identifying what death means to you in the
context of your current life, then sharing
these thoughts with another person.
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Study Findings:
3. Subtheme: Readiness
c. Facing Mortality


HD patient’s had to face their mortality while family
members had to face the patient’s mortality.



Several participants were matter of fact about death but still
struggled to face their mortality.

“Facing your mortality that’s all it is and that’s what hits
you” (1_2_1264).
“If you haven’t thought of it, it’s time you start”

(3_5_1250).

“Sure it’s hard but [it] has to be done. Now we know
what we want” (1_1_1898).
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Validation of Findings with the Literature
Facing Mortality
“In fearing death, what people are actually
afraid of is the end of living by not being
able to complete one’s life plans and the
process of dying. It is the fear of losing
control, enduring suffering and/or
debilitation” (Pollin & Golant, 1994, p.237).
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Study Findings:
3. Subtheme: Readiness
d. Anticipating Fear in the other person’s response


The anticipation itself becomes a barrier.

“I haven’t had a chance to [speak with] my family
member[s] because I haven’t figured out a way to
do it yet, the way to approach my sister and my
brother on it. That’s the hardest part” (2_3_244-249).
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Study Findings:
4. Subtheme: Finding Meaning in the illness experience


An opportunity for completing a life review (“legacy work”)
that highlighted hopes and unaccomplished life goals.



Living with HD confirms the reality of having a terminal
disease, requiring permanent life sustaining treatment, and
the potentiality of death (mortality).



Expressing fear of the unknown in how the patient might die
and the challenges of this experience.

“That’s when I found out about life, especially my mother
that it [kidney disease] came so early in her life, it was
just so horrendous for me because that’s when it
showed your mortality” (1_2_42-53).
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Study Findings:
5a. Subtheme: Participants’ Perspectives on the ACP
Facilitator Role
The ACP Facilitator needs to be…


Approachable, non threatening



Flexible, open-minded & non-judgemental



It is not only about who does the talking but how it is said



Encourage one to address their fears

“This is how it is and [the ACPF] really made sure we
got the point. Don’t walk away, like if you…kind of
don’t get it…Like [the ACPF] wanted to make sure
we understood 100%” (4_7_3095).
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Study Findings:
5a. Subtheme: Participants’ Perspectives on the ACP
Facilitator Role con’t…


Have time to revisit the topic, keep track of where families are at in
the process and check-in from time to time to ensure they are moving
forward.



Consistently follow up with all members.



Encourage patients to involve their families.



Be available to act on the moment when patient status or something
else in the family changes, opening up the opportunity for new
discussion given the current circumstances.

These suggested characteristics resonate with the literature by Dunbrack,
2006; Jezewski & Meeker, 2005.
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Validation of Findings with the Literature
Being an ACP Facilitator:


Is not the sole responsibility of one HCP or one
profession.



Is a collective decision by the team, patient and family
that is based on their existing relationships, available
resources and most appropriate personality fit.

(Chambers-Evans, 2002; Doukas & Hardwig, 2003; Kovacs, 2006; Marchand, 2005;
Schwartz & Perry, 1999).
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Validation of Findings with the Literature
HCPs’ perspectives on the issues & current barriers to
implementing the ACPF role effectively include:


Lack of time to engage in ACP conversations



Lack of consensus on when to start them and who to include



Lack of professional training, educational and support resources to
accompany these conversations



Overcoming personal discomfort with subject matter



Improving personal listening skills



Honouring patient wishes even when they may conflict with own



Requiring clarification of role responsibilities

Chambers-Evans, 2002; Doukas & Hardwig, 2003; Kovacs, 2006; Marchand, et al., 2005; Schwartz & Perry, 1999
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Study Findings:
5b. Subtheme: Participants’ Perspectives on the ACP
Workbook



A good resource and valuable tool
Makes you talk about ACP, providing context, direction and a method
of instigating the conversation

Noted challenges:

Several participants commented on having to be “well educated” to
comprehend the necessary yet complex medical terminology & its
implications


Participants indicated how easily the terminology can be misinterpreted
if a HCP is not present to ensure comprehension



Participants stressed the importance of having the ACPF present to
ensure clarity and provide additional examples to support their
interpretations
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Study Findings: ACPF Observations…



Finding the workbook incorrectly filled out
Finding out that someone else had filled it in for the patient

“People, they don’t always read the whole thing…say they’ve
chosen, “I want to have life support no matter what.” And yet
the way I have come to know the patient, it doesn’t seem
consistent with the way they view life. So then, [what] I have
done [is] I will go back and read [it through with them
verbatim]. They seem to jump in and select an answer without
having read the introduction” (2_ACPF_427-434).


Part of the ACPF’s role then is to question any discrepancies,
review the document in its entirety, ideally with as many
members present, to ensure everyone understands what decisions
have been documented.
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Study Findings:
6. Subtheme: Participant Families’ Advice to Others
about the ACP Process…


Do not assume what the other person’s wishes are, or that everyone
involved is of the same understanding



It is imperative that this exploration of understanding be done up front
well in advance of a health crisis



Conversations should happen when everyone is healthy, calm and can
think clearly



Making critical decisions during a time of crisis is distressing,
planning ahead reduces the distress



Regardless of anyone’s age and health status, ACP is a necessary
process that every family should go through
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Study Findings
Second Major Theme:
Communication Breakdown
Subthemes: Communication breakdown in the
family’s illness trajectory, had 3 distinct
timeframes…
1.
2.

Interactions with HCPs prior to Kidney Disease
Interactions with HCPs during ESRD
a.
b.

Having a chronic illness
Experiences in the HD unit
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Study Findings
Second Major Theme:
Communication Breakdown
Subthemes: Communication breakdown in the family’s
illness trajectory, had 3 distinct timeframes…
3.

Communication breakdown in the context of the ACP
process
a.

Discomfort in talking about death




b.

Macro level in society and medical system
Meso level in the HD unit
Personal level both professionally and personally

Positive Change



Increased invitations for staff to attend HD patients’ funeral
Memory Tea to honour memory of deceased HD patients 53

Study Findings:
1. Subtheme: Participants’ experiences prior to
Kidney Disease


Families described feeling “kept in the dark” by not being
provided with:
I.e. explanations for long waits, decisions of care made by HCPs



Families felt they were often left scrambling to put
makeshift plans for discharge together without adequate
time, resources or supportive guidance to do so.



Families needs are often overlooked.

Outcome is….families’ experiences have left
permanent impressions of mistrust and broken
faith in the system.
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Study Findings:
2. Subtheme: Participants’ experiences of living with
ESRD & HD


In society, participants often described trying to maintain
a ‘healthy’ & ‘normal’ appearance that often created
prejudice in others who may have doubted the extent to
which the illness actually was affecting the individual.



Living with constant stigma.



Families must be strong advocates for the patient.



Families described feeling burdened by the responsibility
of communication being left up to them to initiate,
particularly if they were unable to attend dialysis sessions.
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Study Findings:
2. Subtheme: Participants’ experiences with ESRD
& HD
Families described:

the challenges in relying on the patient for updates when their
cognition was often compromised by uremia, anemia and other
complications


communication occurring mostly between HCP and patient unless
they ensured their involvement



feeling isolated and ‘out of the information loop’



“knowledge is power”-families often did not understand the whole of
ESRD or what to anticipate in the illness trajectory



If the patient does not feel the need to communicate things to the
family they are left in the dark but are often still expected to make
decisions without knowing the whole story
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Study Findings:
3. Subtheme: Participants’ experiences with ACP


Families/patients lack of awareness of the existence of
ACP on the HD unit or what this term meant.



The need for the HCP to establish a professional rapport
and trust prior to engaging in an ACP conversation.



Both the patient and family should be introduced to ACP
and offered the opportunity to engage in a conversation.
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Study Findings:
3. Subtheme: Communication Breakdown in ACP
a. Discomfort in Talking about Death


This discomfort prevents patients, families and HCPs from openly
posing questions, discussing their concerns or expressing any
trepidations

“A culture of death denial prevails in dialysis units among renal
staff, patients and families” (Dinwiddie et al., 2003, p.3).


Staff’s paternalistic (protective) approach does more harm than good



One participate felt isolated as she worked through the deaths of her
peers. Mostly hearing of them through the “gape vine” rather than first
hand.

“There’s got to be a warmer way of talking about [death]
instead of leaving everybody out in the cold you know”
(2_4_1218-1222).
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Study Findings:
3. Subtheme: Communication Breakdown in ACP
b. Positive Change
The ACPF and I (as an HD nurse) have noticed:


Increased invitations for renal staff to attend HD
patients’ funeral

The following event was just getting started on the
HD unit when the study was coming to a close:


Hosting a Memory Tea to honour the memory of
deceased HD patients in which family, other HD
patients and renal staff were invited to attend
59

Study Limitations


My professional and political stance
I.e. my preconceived assumptions, personal biases, prejudices






Participant observations limited to interviews and
not in the field
Small sample size
Encountering only one negative case
Limited number of family member positions
I.e. would the son or wife of an HD patient have a similar
experience compared with the study participants?



Lack of multi-ethnic study sample
I.e. only one non-Caucasian participated in study
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Study Conclusions
1.

ACP is a valuable experience that every HD family
should be offered the opportunity of completing

2.

ACP provides a safe and supportive environment for
exploring future health uncertainties

3.

ACP enables individuals to face mortality and find
meaning in the illness experience

4.

The ideal time to initiate an ACP conversation is when
everyone’s health is stable and people are calm in order
to think clearly

5.

The role of facilitator is pivotal to the success of the ACP
process
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Study Conclusions
6.

Understanding the medical terminology contained in ACP
related documents is complex and should be supported by a
facilitator to determine individual comprehension

7.

Communication breakdown with HCPs continues to be
present at all stages of the illness trajectory

8.

Death remains a “taboo” topic on this HD unit

9.

Communication with the family about EOL care & ACP
wishes cannot be left up to the patient, as it is met by multiple
barriers

10.

Many families want to be more involved in the patient’s care
and want to experience improved communication with the
healthcare team throughout the HD illness trajectory
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Implications of Study Findings
1.
2.
3.

4.

Implications for Individual Practice
Implications for Patient Education
Implications for Organizational Structures
and Policy
Implications for Further Research
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Implications for Individual Practice
1.

Explore what personal meanings you attribute to dying and death.
Self-reflect on how these perceptions influence your professional
practice.

2.

Study participants described how they staff discomfort in talking
about dying and death impeded client care and reinforced that it is
not an acceptable topic for discussion.

3.

Do not be afraid to ask about EOL care issues. Focus on creating an
environment conducive to exploring this topic.

4.

Consider what ethical concerns are present in everyday practice and
learn how to articulate the ways in which these issues impact
delivery of care. Encourage staff to have round table discussions
that begin to address these matters.
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Implications for Individual Practice
5.

Collaborate with families and commit to continuous
open and effective communication. Families want to be
offered the option to engage regularly in dialogue.

6.

Avoid making assumptions about how a family is
managing rather contact them and ask. Families ask
HCPs not to assume that :
a.

all patients are reliable resources for conveying information back to
the family. Information often gets miss communicated or
misunderstood if the patient is ill at the time of receiving the
information/education

b.

if families have not contacted them they are managing well and do not
have concerns or they would be in touch

c.

families do not want to talk about dying and death or that patients do
not want to know about the deaths of their HD peers
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Implications for Patient Education
1.

Consider developing more family focused resources.

2.

Continue encouraging and supporting both the patient and family to
explore the meaning of their hemodialysis experience, the notion of
death, facing mortality, and learning how to articulate what quality of
life means to them.

3.

Consider providing families with a more formal introduction to
hemodialysis.

4.

Consider developing a process for assessing the family’s individual
and collective needs, devising a plan of care involving everyone that
can be revisited frequently throughout the illness trajectory.
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Implications for Organizational Structures and Policy
1.

ACP program sustainability and success requires a full commitment
to a collective approach that is being simultaneously implemented
from the organization’s administrative level to the individual practice
of front line staff. It cannot be done ‘off the side of ones desk’.

2.

Consider how ACP is being implemented at a local level and system
wide given the study participants’ identified barriers of staff
discomfort with dying and death, communication breakdown, and
the lack of patient/family awareness of ACP on the unit.

3.

The practice philosophies of hospice palliative care and the chronic
disease care model with family centered care at its core foster ACP.
How does the organization’s current practice philosophy foster
ACP?
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Implications for Further Research
1.

Consider assessing whether the findings from this small study
resonate with the greater HD patient/family population.

2.

Study participants indicated their lack of awareness of ACP being
available on the unit. Consider investigating the effectiveness of
current communication strategies and what are the impeding factors.

3.

Consider evaluating how patients and families are completing the
ACP workbook and what their understanding is of the complex
medical terminology.

4.

Consider evaluating how HD patients, their families and staff
perceive the effectiveness of current communication pathways, tools
and resources on the unit.

68

Implications for Further Research
5.

Consider evaluating how effectively HD families’ individual and
collective needs are currently being met on the unit.

6.

Consider initiating an examination of the staff’s current attitudes
and level of comfort in addressing HD related EOL care issues and
their perceived role within it.

7.

Consider evaluating how HD patients and staff experience the death
of other HD patients on the unit.

8.

Consider examining the renal staff’s perspectives on both EOL care
related issues and other ethical concerns then determining how they
are affecting nursing practice.
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