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THE EXPERIENCE OF OLDER MEN WITH HEART FAILURE WH@ARE
RECEIVING PALLIATIVE CARE

M. Janelle Culjis
University of California, San Francisco, 2013
ABSTRACT

Purpose: The aim of this study was to describe the livepegiences of older
men with heart failure who are managing symptonas ead-of-life, specifically to
describe and learn how older men manage symptothghdse who support their care.

Significance: The care oblder persons witheart failure is a national priority. It
is a leading source of hospitalizations in a gragnetder population. Older adult’s ability
to self-manage is a fundamental aspect of theafdneart failure; this dissertation builds
on how self-management is accomplished in the hem@onment of older adults with
heart failure near end-of-life.

Design: An interpretive, qualitativelesign.

Participants. Older men (n=15), age 75 to 95, and their caregi@r15) living
in northern California. Men were Veterans witlelatage heart failure receiving
palliative care from an interdisciplinary home kdhpeimary care team.

Methods: Semi-structuredape-recordethterviews and observation in the
participant’s homes. Data analysis consisted eftitic analysis influenced by
interpretive interactionism and phenomenology. Ejmg themes were analyzed to
determine commonalities among participants. Das collected over 2 years.

Results: The meanings of the home environment in manageofesyimptoms

and the importance of congruence of goals of carimg the transition to hospice were

Vii



major findings of this studyMen experienced difficulties with symptom recogmitiin
the presence of high symptom burden. The home@mnwient has a pivotal role in
supporting their abilities to manage symptoms #&edl desire to stay at home.
Hospitalizations occurred withvaatch and wait approach to symptom management.
When faced with the transition to hospice care, ar@htheir caregivers resisted hospice
with a preference for continued hospitalizatiofifie men’s goals of care wdiging
while dying contrasted with health professionals goals, wieenhospice as a supportive
option for these men whom they regardigsg but still alive.

Conclusion: The home environment plays a significant role iwtodder adults
and their caregivers manage symptoms near endeoffiiurther research is needed to
determine how best to provide concurrent palliati&ee based on the experiences of

older persons with advanced heatrt failure.
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Experience of Older Men with Heart Failure

CHAPTER ONE: INTRODUCTION AND OVERVIEW OF THE STUDY
Introduction

In the United States, heart failure (HF) is thallag cause of death of those 65
and older (Go, et al., 2013). The illness caraisggnificant symptomatic, social, and
functional burden for older adults and their fagsli Older adults with chronic HF have
overwhelming unmet needs in the last several yafdie. Symptoms and disability
make remaining at home and providing for their sesmmplicated. Their burden of
symptoms is highly unpredictable and may at timegieater than those dying from
cancer (Gibbs, 2005; Bekelman et al., 2009).

Older adults who are at the later phases of HRve@are that is palliative in
nature. Palliative care is the holistic approaxpdtient and family centered care that
combines both life extending and supportive caralfose with life-threatening illnesses
(World Health Organization, 2011). The goals dfigtive care are to alleviate
distressing symptoms (physical, psychological,aamd spiritual symptoms) and
improve the quality of life of those persons whikess cannot be cured (National
Consensus Project for Quality Palliative Care, 20E3ond & Allen, 2011).

Palliative or supportive care is a continuum odaeginning at diagnosis to the
end-of-life. Symptom management is one of the ingyd reasons for older adults and
their family to transition care to a palliative tec The ability to self-manage symptoms
is one of the key factors that determine whetheéeohdults remain in their homes near
end-of-life, yet little is known about the manageef symptoms by the older adults

and their family whose focus of care is palliative.
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Within the context of their home environment anéithiiness, determining
factors that are important and how older adultsagarand communicate symptom
experience during this time will provide furtherdemstanding of how to work and plan
care with chronically ill older adults and theinfdies near the end-of-life. This study is
concentrated during the iliness phase of headradluring which symptoms are no
longer responding as before to curative or lifelqganging medical treatment. This phase
of interest is when a transition in the course BfftHanagement changes to palliative or
supportive care. It is a difficult time of care @hhospitalizations increase; commonly
avoidance of end-of-life issues affects care anggpts and families must make difficult
decisions about transitions to hospice care.

There is a need to understand how older adultgorgeand assign meaning to the
progression of HF in their everyday lives. Meanidgsermine what changes may be
beneficial in the provision of care. Society, fanand the health care system influence
these meanings. In addition, the home is wherendyerity of HF management occurs.
This study focuses on understanding the complefisymptom management at home
with family. Additionally the study explores howngen/family beliefs affect symptom
management and if remaining at home during theplaases of life can be accomplished.

Study Goals

The overall objective of the study was to elibi2 imeaning, beliefs, emotions and
values surrounding the symptom experience of adeits whose approach to treatment
of heart failure is palliative or supportive andondre near end-of-life.  This research

provides increased awareness of HF managemerdggastoy older adults, the
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importance of hospitalization to older adults, &ctors determining transitions to
hospice.
Specific Aims

The aim of this interpretive qualitative study wagslescribe the lived experiences
of older adults with heart failure who are managgmptoms near end-of-life,
specifically to describe and learn how older adoigsage symptoms with those who
support their care. The University of CalifornianS-rancisco School of Nursing
Symptom Management Faculty Group defines sympt@astibjective experiences
reflecting changes in a person’s biopsychosociattion, sensation, or cognition of an
individual” (Dodd et al., 2001, p. 669). The indiual experience of symptoms is the
“simultaneous perception, evaluation and respomsechange in one’s usual feeling”
(Humphreys et al., 2008, p. 147). Symptom managéme mutual interaction of
symptom understanding, shaped by past and presgatiences embedded in symptom
language, meaning and assessment of the symptoitsangbact on self, biography and
body.
The following research questions were answeredheege the aim of the study:

a). How do older adults understand the courseaggdtory of their illness (past

course of illness, transition to palliative cangufe course of illness)?

b). What are the processes for symptom interpoetaiommunication and

management by the older person and those who ipatedn the care?

c). How does the symptom management experienageimfe relationships of

those whom the participant depends on for caresapgdort?
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Significance

“Heart failure is a complex clinical syndrome tlean result from any structural
or functional cardiac disorder that impairs thdigbof the ventricle to fill with or eject
blood” (Yancy, et al., 2013); at this time thesenb cure for HF. It is a health care
priority affecting 1-4% of the population over 6&8ays of age (Go et al., 2013). HF is a
costly illness and is the leading cause of hogpétbn for the aging adult (Blecker, Paul,
Taksler, Ogedegbe & Katz, 2013). In the Unitedeiathere are approximately 5
million people with HF; annually 550,000 people di@gnosed with HF; estimated direct
health care costs are $29.6 billion and HF is tagrmause of 3.4 million hospital days
of care (Go et al., 2013). The number of individuaith HF is increasing as a result of
improved therapy and a growing aging populatiomtipalarly those 85 years and older),
resulting in an increased number of deaths frondedpite advances in treatment.
Today, the number of HF deaths annually is greagar all forms of cancer combined
(Go et al., 2013).

The remarkable reality of HF is the revolving dobhospitalizations associated
with the iliness that have doubled in the pastdéry. Hospital readmissions related to
HF are between 25% at 30-60 days and 50% at 6 m@Btacker, et al., 2013; Yancy, et
al., 2013). There is a 42% mortality rate at 1hthe after a hospitalization
(Dharmarajan, et al., 2013). According to the iH€&arlure Society of America (2000),
the causes for readmissions to the hospital arotlosving: diet non-adherence 24%;
medication non-adherence 24%; failure to seek t@%e; inappropriate medication 16%
and other 17%. Although, there have been advandesatment and patient education

the statistics have remained unchanged for ovepdkedecade (Go, et al., 2013).
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An important aspect of management of HF is theca#id person and their
family’s ability to self-manage aspects of HF caneh as diet, medications, and seeking
assistance when appropriate. Patient educatiobdesa mainstay of HF management
focused on prevention of hospitalizations. Thexeehbeen advances with telehealth
monitoring in the patient’s home, patient educatidormation, and telephone
intervention programs along with other chronicelts models of care (Peikes, Chen,
Schore & Brown, 2009). Chronic illness programsvglpromise in reducing or
preventing hospitalizations (Sochalski, Jaarsmanilz, Laramee, McMurray, Naylor
et al., 2009; Ory, Smith, Kulinski, Lorig, & Zenk&2013); however to date, HF
hospitalizations have not declined (Go et al., 2013

The patient’s ability to self-manage is a cenaisgbect of the care of HF.
Specifically, “self-management requires that pdsielr) engage in activities that promote
health and prevent adverse sequelae; 2) interdicthealth care providers and adhere to
recommended treatment protocols; 3) monitor physicd emotional status and make
appropriate management decisions on the basi®ak#ults of monitoring symptoms;
and 4) manage the effects of their illness on emnastiself-esteem, relationships with
others and their ability to function in importaotes” (Von Korff, Gruman, Schaefer,
Curry, & Wagner, 1997, #097). Self-management for the older adult becomescdiff
when symptoms are increasingly harder to managelifiedentiate; in the presence of
cognitive impairment (>30% of HF patients have dabga impairment), fragility and
other commonly associated co-morbid illnesses @filjing adult (Gure., et al., 2011,

Dickson, Buck, & Riegel, 2013; Saczynski, et a13). The expectation is that older
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adults with significant symptom burden will manageir care, with the support of their
families, who may be older themselves and are magdgeir own chronic illness.

Research directed at understanding the interabgtmeen older adults
experiencing HF and their families, while managiogplex symptoms within the home
environment, is essential to understanding selfagament near end-of-life. Few studies
have focused on what is happening in the homeeoblther adult and their families who
are managing HF during the later stages of theadesand whose care is palliative in
focus. Understanding the experience from the petsge of the older adult and their
family is crucial when determining goals of HF carevision and particularly pertinent
with the continuing increase in older adults argbamted incidence of HF in the aging
population. The goal of this research is to opex ways of seeing older adults,
specifically to: identify possibilities for imprement in practice, heighten awareness of
the current growing needs of older adults with Hikq identify values that will guide

ways to prepare those with HF for end-of-life.
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CHAPTER TWO: REVIEW OF LITERATURE
Introduction

This chapter presents an overview of literaturprtavide an understanding of HF
and older adults. A brief description of chroricass and aging and an overview of HF
are presented, followed by a review of literaturgamized by the aims of the study: a)
living with HF, b) management of HF, c) influendecaregiver relationships, and d)
transitions to palliative care. The chapter codekiwith an analysis of identified gaps in
the literature that this study intended to focusvith a qualitative study design. Table
2.1 presents the definitions used for this study.

Chronicllinessand Aging

The growth of the aging population is a seriousaghenomenon during this
century and represents an increase in chronicsBlndhe impact is felt in political and
economic sectors and, therefore, that of health. c&hronic illness is defined as a
condition characterized by a prolonged courseingdonger than a year, and may
require constant care from disability (InstituteMedicine, 2012). Chronic illness is the
leading cause of death in the United States anteHung cause for older persons
seeking health care. More than one chronic ill@esommon among older adults as
43% of older adults have 3 or more chronic illnessed 24% of older adults have 5 or
more chronic illnesses (Institute of Medicine, 208Bng, Ross, Bookvar & Siu, 2011),

During the past 30 years, research has providetbree of complex care needs
for chronically ill older adults (age 65 and oldand shared experiences across chronic
illnesses. The research drew attention to theeasing urgency of understanding the

impact of chronic illness as thaby boomer generation reaches older adgaby boomer
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is the cultural term for those born post World Waturing the years 1946-1964. As of
2011, the baby boomer generation has begun toibotgrto the increasing numbers of
older adults and likely those aging with chronineks.

Living with chronic illness is a series of adaptas to the unpredictable nature of
chronic iliness. Making sense and acquiring maganirthe chronic experience is
individual and multifaceted. Perhaps one of thestntfluential and important work is
that of Charmaz (1991a); her work has continuadftoence understanding of how
individuals experience chronic illness.

Charmaz (1983, 1991a) describes chronic illneslsarcontext of the debilitating
nature of physical decline and periods of stabWityich may include periods of
improvement. Chronic illness interrupts one’s it control what is happening within
the body, this causes a destabilizing of the canaegelf specifically surrounding
concepts of autonomy or independence (Charmaz,al99P1b). When the course of
iliness begins progressive decline, underscordtkisincertainty of symptoms, ability to
function and how to continue to maintain the irg&ted sources of biography.

Charmaz (1983) identified four sources of suffenivigch lead to loss of control
and action and finally the positive sense of sBlfiving a restricted life, b) social
isolation, c) discrediting definitions of self adfibecoming a burden. Her outstanding
work with chronic iliness heightened awarenessonf mdividuals relate to the chronic
illness experience and the losses faced during tlwith chronic illness.

The challenge of maintaining independence and m@ngaat home is a problem
while aging with chronic illness (Haslbeck, McCa & Schaeffer, 2012). Independence

depends on successful transitions; not only withencourse or progression of the illness

11
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but between sites of care and health care profesisi¢i.e. acute hospitalizations, skilled
nursing facility admissions) and may require defarskills or knowledge for successful
transitions. Transition is a perspective that osduring aging and results in “change in
lives, health, relationships and environments” @il Sawyer, Im, Hilfinger Messias, &
Schumacher (2000, p. 13).

The symptom experience, as it relates to transtogralliative care for
chronically ill older adults, is expressed throwagiion and dialogue during a time when
symptom management is difficult. It is also a tiwigen persons and their families are
developing an understanding and recognition thaticaétreatment may not improve
their illness. The family as a social group depslds own concepts of self and identity
through their interactions and symbols of languggeds-Hurwitz, 2006). Personal and
family meanings are evolving as self and familynigkees change in the context of
illness, symptoms and life transitions.

The occurrence of transitions or turning-pointsaunding serious heart failure
and symptoms requires a person and their famitgd¢onstruct and transform the
meaning given to themselves and their life (Fif#94). The response of the individual
and their families to turning-points is reflectéaugh their concepts of self and identity
through interactions and symbols of language riggpih a response or behavior to the
event (Leeds-Hurwitz, 2006). It is in capturingneéaning in the interactional process
that reveals how a person or family emotionally bradyraphically fits the experience
into the emerging definitions of self (Denzin, 2p01

Chronic illness trajectories influence independemnektionships and the

environment. Advanced iliness trajectory was fils$cribed by Glasser & Strauss

12
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(1968) and Quint Benoleil (1967) while studying tage of the dying. Glasser & Strauss
(1968) described a pattern of deterioration, hasp&-admissions, discharge and then a
continuing series of re-admissions continuing ohegth.

Recognizing the impact of chronic illness from thereasing numbers of
individuals with eventually fatal chronic illnedsynn & Adamson (2003) described three
trajectories of iliness: a) short period of appaecline (i.e. cancer), b) chronic iliness
with exacerbations and sudden dying (i.e. orgdariasuch as HF) and c) a long
dwindling (i.e. frailty and dementia). Lynn (2002escribes care during chronic illness
transition to end-of-life as an emphasis on theerity of needs and goals with a
shared treatment concentration of life-prolongingd palliative care.

Overview of Heart Failure

Heart failure (HF) is a progressive illness of thaer adult developing over time
with symptoms often mistaken for normal signs ahgg Advanced heatrt failure in older
age does not exist solely; symptom management seatint many co-morbid conditions
and symptoms limit activity. The prognosis is paath less than 50 percent surviving
five years after initial diagnosis and less tharp2Ecent surviving ten years (Heart
Failure Society of America, 2013). In spite of isased attention to HF management
programs, much of the care depends on the oldétr aali their family and their ability
to manage the increasing symptom burden.

HF is largely attributed to hypertension, diabetespnary artery disease, obesity
and is found with other co-morbidities such as nlw@bstructive pulmonary disease
(COPD), sleep disorders, anemia, cognitive impaitraad depression (Nagarjan &

Tang, 2012). HF affects younger persons (agetthess65); although the risk for
13
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developing HF increases with age. During years/2Z810, in the general population,
the incidence of women between ages of 20-59 withs-0.2-0.7%; men in the same age
group 0.4-1.5%; women between ages of 60-79 is 4B&mmen 7.8%. After the age of
80, HF incidence rises to 11.5% for women and 8&@%mnen (Go, et.at. 2013). This
change in incidence is influenced by the greatenlmer of women than men living after
age 80. Most HF research has been with those @der a mixed age group of young
and older participants; resulting in data beingegalized to the older population
(Lehman, 2006).

Advanced, serious or end-stage HF does not haweraf definition; the terms
are commonly used for Stage D and Class llI- IV(A&ble 2.2). HF is staged by the
American Heart Association (AHA) and American Cgleof Cardiology (ACC). The
system stages are A-D with D being those who hdvareced HF with symptoms that
are difficult to manage with standard therapy. Phgose of the staging is to identify
those at risk and to identify progression of illnes$n contrast, New York Heart
Association (NYHA) classification system identifisgmptoms of HF based on
functional capacity. Classification is I-1V withass IV being those who have symptoms
at rest and severe functionally limits. If symps®mprove the functional class can
change to a lower classification. Both the HF stggind classification systems work
together to identify treatment strategies. Progasi treatment strategies are
complicated by multiple co-morbidities modifyingetpresentation of symptoms

(Martin-Pfitzenmeyer, et al., 2009).
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Livingwith Heart Failurein Older Age
A number of qualitative review articles describe #xperience of living with HF
(Yu, Lee, Kwong, Thompson & Woo, 2008; Welstandrg0a, & Rutherford, 2009;
Hopp, Thornton & Martin, 2010; Jeon, Kraus, Jow&e@lasgow, 2010). These articles
present convincing documentation that living with 14 difficult, requiring constant
adjustments associated with uncertainty and frefjuespitalizations. Table 2.2
summarizes the four review articles.

Table 2.3 Review Article Comparison: Living with &€ Failure

First Author | Sample Study Design Significant Findings
Yu, 14 studies Systematic Review of| HF influenced roles,
2008 Sample size: 4-62 qualitative studies coping & social support.
Age:45-90 1997-2007, Ongoing adjustment &
NYHA: Transactional Model | coping improved with
(not stated) of Stress used as guideself-care as did social
for synthesis. support. Males interpret
HF through lens of
activity.
Welstand, | 18 studies Integrative Review of | Identified 5 categories
2009 Sample size: 5-36 qualitative studies coping behavior,
Age:29-90 1985-2008, perceptions of daily life,
NYHA: I-IV Examined common | role of others & concept

concerns, perceptions.of self; all categories
mediated by the concept
of self. Adapting to new
“self” influences self-care

success.
Hopp, 15 studies Systematic Review of| Challenges identified were
2010 Sample size: 1-40 qualitative & mixed | those of social isolation,
Age:38-100 method studies health care access &
NYHA: 1990-2007, living with symptoms that
(not stated) Common themes of | influence uncertainty of
HF lived experience. | iliness.
Jeon, 30 studies Systematic Review of| Common themes of social
2010 Sample size: 1-87 qualitative studies isolation & need to be
Age & NYHA: 1990-2008, flexible to effectively
(not stated) Factors influencing | cope with HF. Difficulty

HF lived experience. | accessing health care
common across studies.

15
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In their review of 14 studies, Yu, Lee, Kwong, Thamson & Woo (2008)
concluded older persons had limited self-managesielt$ to respond to acute and
chronic symptoms. Adjustment to HF was identifasda way of searching for meaning
of symptoms, although this process was altereadgyuent hospitalizations and symptom
exacerbation. Only one study examined how adaptéat HF affected the environment;
the results indicated the immense challenge ofstidigi to changing life long patterns of
living.

Welstand, Carson, & Rutherford (2009) reviewed #iglas and found the
concept of self-identity influenced all aspectsiahg with HF. Self-identity was
negotiated by factors of diagnosis and manifestataf HF, perceptions of day to day
life, role of others and coping behaviors. Thesgdrs influenced the need to reconstruct
self-identity in the presence of HF. The authansatude that strategies for improvement
of HF care should include an individual’'s changidentity and their coping abilities that
affect self-management.

Hopp, Thornton & Martin (2010) evaluated findingsrh 15 articles which
concentrated on the challenges of HF, the managemhétt, social support challenges
and coping with the dying process. The findingsen®ot unlike experiences of other
chronic ilinesses, with the exception of the unptatble nature of HF in which
participants lived day by day. The associated dacgy of HF interfered with
developing end-of-life plans or goals.

Jeon, Kraus, Jowsey & Glasgow (2010) summarizezetbommon themes from

30 articles: a) impact of HF on everyday life, bjranon patterns of coping and c)

16



Experience of Older Men witkart Failure

factors influencing self-care and/or provision abtity care. As with previous reviews,
social isolation is an ongoing problem, additiopdiling in fear of pain, death and the
future was also a central component of the HF egpee. Transitions between sites of
health care promoted a sense of loss of contras Whs associated with unpredictability
of exacerbations and for some loss of control s®agted with restrictions imposed on
their life from advanced HF. Coping with advant#elis improved through social
support and being able to share HF experiencestlyl.éactors that influenced self-care
include lack of HF knowledge and understanding Whed to substandard care outcomes
and non-adherence to self-management. Self-casenflaenced by the relationship
with family because of increasing reliance neefldditionally, access and
communication with health care services was limgerbss studies.
Management of Heart Failure Symptoms

Management of symptoms is essential to care peoMy persons with HF and
their family caregivers (CG) which includes symptamareness and monitoring.
Symptom identification and monitoring are crititalsuccessful self-care; however they
are challenging, especially in advanced stagesnwibspital rates rise. Later stages of
HF as seen in NYHA functional class IlI-IV, requsradherence to complex medication
regimens, dietary restrictions and weight monitgrin

Self-care management requires the ability to takemwhen symptoms are
worsening, and it is time consuming and diffichtaser & Watkins, 2008). As older
persons age, these processes include multiple atepare influenced by many factors
such as cognitive changes and overall energy reeints to complete management

strategies. A recent systematic review of HF qatie studies provided insight into the
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help-seeking processes (Clark, Savard, SpalingthHiBaincan & Spears, 2012). The
first stage was that of unpredictable symptomswhaat not understood by patients and
associated with inadequate understanding was mwomeinication with health care
professionals; the second stage is difficulty remgg symptoms that required help and
thirdly there was confusion about who to call feth(58 studies; n=990 patients, 274
female, 527 male, 189 gender not provided, 229%peees, 79 health professionals, class
or stage of HF and age of patients was not proyidé&tie evidence from these studies
continues to confirm that communication and una@eding of HF interfere with
adequate reporting of symptoms between patienthealth care professionals. Few
studies in the review provided information of tla@egiver (CG) role in help-seeking,
although two studies reported CGs were not pacbokultations with heath care
professionals.

In spite of declining health, Zambroski, MosheraBl& Ziegler (2005) found
patients with severe HF were able to identify wonsg symptoms. This is in contrast to
Riegel, et al. (2010) who found patients had treubkognizing symptoms such as
breathlessness. A previous qualitative study bylfaski (2003) showed that the
patients through self-assessment, planning andgalbive developed unique problem-
solving strategies. Participants described indialdtrategies were influenced by their
intuition and experience with HF. Another qualitatstudy found patients with HF had
serious commitment to maintain their daily routia@sl found ways to compensate for
the HF symptoms which increased self-report timmofeasing symptoms (Falk, Wahn

& Lidell, 2007).
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Lam & Smeltzer (2013) conducted an integrativeeenvof symptom recognition,
interpretation and response by HF patients. Thieweincluded 14 papers from 1997-
2011. Lam et al. (2013) found breathlessnessiptimary symptom reported between
studies; however duration of breathlessness asedaith gradual onset seems to be
associated with delays in seeking help. Since wbtiee studies followed patients over
time at home, symptom recognition is based on tpasents who sought care, and it is
unclear how symptom recognition is integrated ody lives. Lastly, symptom
perception may be impaired in older adults; onlg studies explored the somatic
implications of symptom recognition.

The frequency and severity of breathlessness megont those with HF were
similar to reports of those with COPD (Caroci & eau, 2004). A systematic review
describing the experience of breathlessness foundjarity of studies focused on
breathlessness in the COPD population (Gysels,éeia & Higginson, (2007). A
central finding from this review is breathlessnisss symptom which affects all aspects
of ones’ life, including function, ones’ relationph, psychosocial, financial and that of
immediate family members (Gysels et al., 2007).

A more recent study compared the experience ottiessness with COPD, HF
and motor neuron disease (MND) (Gysels & Higgingfii,1). Participants with COPD
and HF had similar experiences. HF participantevess likely than COPD and MND
patients to understand the nature of breathlessniestead, HF patients described the
effects of breathlessness as disability and wkedylito adapt to breathlessness daily.

Breathlessness and loss of energy is extremeligdiffor individuals to manage

and is the main reason to call a physician (HomeRayne, 2004). In addition,
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caregivers often are older women who have diffiealtvith a sense of helplessness with
symptoms such as breathlessness (Barnes, et@b).2Bdmonds, Rogers, Addington-
Hall, McCoy, Coats & Gibbs (2005) described brezgbhess associated with HF through
a narrative description (n=27, age 38-94; NYHA timzal class II-1V). Breathlessness
associated with HF is experienced in the conteit physical functioning and is
experienced daily. Participant descriptions oblintessness differ from those
descriptions associated with health care profeatsbne. exertional breathlessness.
When symptoms increased participants tended tmresduce activities and not call to
report symptoms or ask for assistance.

Gender differences are noted in the experienceFomtl that of self-care
management. Women have been found to have graadiive feeling associated with
the meaning of HF with men having more difficultitiwadjusting to loss of functional
limitations (Evangelista, Kagawa-Singer & Dracup@2). Social support has a
relationship to functional status, men perceivettidoesocial support than women and
correlated with functional outcomes, men were liggdy to experience a decline in
health with more perceived social support (Bersi@hDenKerkhof, Harrison &
Tranmer, 2012). Friedman (2003) found men had empeed less functional decline
after hospitalizations than women.

Gender differences have been found with self-cetigibes. Men may take the
primary role of self-care as a way to maintain coinfRodriguez, Appelt, Switzer, Sonel
& Arnold, 2008; Dickson, Worrall-Carter, Kuhn & Rjel, 2011). Riegel, Dickson,
Kuhn, Page & Worrall-Carter (2010) reported men imexte confidence in symptom

recognition, although men in the study had moreegs co-morbidity. Social support

20



Experience of Older Men witkart Failure

was reported to be stronger for the men in thidysand was associated with better
symptom recognition (Riegel, et al., 2010).
Caregiver Relationships and Per spective

Caregiver support is a crucial aspect of the sympgperience. Older patients
with severe HF may not be able to manage alonemamhgement of HF is difficult.
Decisions must be made about the control of symptamaddition to understanding the
symptom itself.

HF self-care in many respects is a misnomer assopeavith HF has significant
care demands that fall to family CGs in the lagges of HF. Often those family CGs are
older adults who have poor physical and emotioealth. (Pressler, et al., 2009).
Compounding the impaired family CG health statédgopersons with HF have a
substantial presence of geriatric syndromes reguitigher levels of caregiving (Gure,
Kabeto, Blaum & Langa, 2007).

HF requires multifaceted care, which is emotiongilyysically and economically
taxing (Pihl, Jacobsson, Friedlund, Stromberg, &t&lasson, 2005; Bakas, Pressler,
Johnson, Nauser, & Shaneyfelt, 2006). The ahilitthe CG to manage the care
requirements is an important aspect in qualityfef(lQOL) and hospital admission
reduction (Luttik, Jaarsma, Veeger, & van Veldhojs&05). Education is a mainstay of
HF self-care. Even with education of the persoti\MF and their CGs, there are delays
in symptom reporting and failure to monitor sympsofivangelista, Dracup & Doering
(2000), and lack of medication adherence (Wu, Mdsemnie, & Burkhart, 2008).

Clark et al. (2007) found both the visible caribgthing, medication regimens)

and invisible caring that goes unnoticed by otlegisling to CG stress. Invisible caring
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includes decision making about symptoms, monitoohgymptoms and accurate
assessment of the patient. Hwang, Luttik, Dracupa&rsma (2010) found 48% of
partners of HF patients felt they had to be avél&4 hours for care needs. This level of
stress goes unnoticed by professionals and itsahmaa delay care and impact the
spouse’s health.

Martensson, Dracup, Frilund, Halmstad, & Goteb@@0() using a descriptive
qualitative design with critical incident technigioeind two main areas that influenced
the spouses’ support. The first main area isahlaeing valued which entailed their
inclusion in care activities and reassurance ie decisions such as calling for
assistance. Simply the aspect of others callirghexk in was paramount. The next
main area influencing support was that of socialaton. Social isolation occurred when
patients kept their spouse at a distance abouedesate requirements. This resulted in
CGs not receiving the needed support from friemakfamily for extra care needs of the
patient. The study highlights the importance eniofying family supports and
understanding of the needs of the spouse.

Luttik, Jaarsma, Veeger, Tijssen, Sanderman, & \é&d¥sen (2007)
investigated the feelings of caregiver burden inrgas of HF patients using a qualitative
design. Caregiver burden was not associated ln#ss severity, although CG burden
was dependent on the CG’s mental health and ingfgdtysical care of their spouse.

CG burden was the same between men and women, wdichegport a higher burden
due to lack of family support. This finding maylicate women caregivers receive less
support than male caregivers. In contrast, Baghes (2006) did report caregiver stress

increased with disease severity and age of CGs minied methods study reported 76%

22



Experience of Older Men witkart Failure

of the caregivers as older women (age 70 and greaielargest caregiver group). CG
social isolation was found as disease severityeamad. Social isolation can lead to
resentment as reported by a focused interview reflsdéey Aldred, Gott, Gariballa (2005).

The Luttik, Jaarsma, Moser, Sanderson & VanVeldu{2005) review article
shows social support does influence hospital reisslons, however they found less
evidence to support an association between pajiality of life and their social support.
The review concludes that current research on ksaggort influences is inadequate and
requires further study.

When HF patients do receive programmatic educaitiasjnconsistent and often
not based on national recommendations. For exanwpbereviews examined HF
program interventions for improving self-care. systematic review and meta-analysis
of 35 HF care intervention studies (h= 8071, agame/0.7, SD= 6.5 years) found all
interventions were focused on individual patiemd anly 37% of the studies included a
caregiver (Wakefield, Boren, Groves & Conn, 201Batient education with symptom
monitoring by staff, symptom monitoring by the eati and medication management
(adherence) were the most common topics. Paraalbxitess than 20% of the studies
included weight management, dyspnea and fatiguegement, coping skills, alcohol
intake, tobacco cessation and diuretic modificati@mly 1% of the studies included
social support education and only 54% of the stigheluded symptom monitoring as an
intervention component.

A second review of HF programmatic interventionzesented by 19 studies
(n=18-902, mean age 68.4 years) during the yea20@d-2010 (Barnason, Zimmerman

& Young, 2011). Similar to the previous reviewWakefield et al. (2013), this review
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found limited description of the patient educatpyovided in the intervention groups. It
is unknown if the interventions included all of #tandard components of recommended
HF education (Heart Failure Society of America, @01Likewise, there were no long
term data about the sustainability of self-careratie interventions. In addition, Yehle
& Plake (2010) review found education alone did diotctly impact self-efficacy in the
care of HF.

These three reviews underline the variation ofnmiation provided to patients in
HF educational programs. It is difficult to compatudy outcomes without consistent
educational interventions between studies. Thensistency of educational
interventions reported by HF programs suggests &tieqts may not consistently receive
the needed education required for successful sefimanagement.

Transition to Palliative Care

It is increasingly recognized that older adultswativanced or serious HF have
needs similar to those with other terminal iliness&he trajectory of HF is punctuated
with acute exacerbations requiring hospitalizatettn older adults surviving the
hospitalization and returning home with graduakdetation of functional status (Lynn
& Adamson, 2003). The late-stage trajectory ofttdls been identified as a time when
palliative care should become a primary focus oé cas the last several years of serious
HF is often experienced with increasing disabildgcreasing functional capacity and
distressing symptoms that are palliative in nature.

Palliative care programs have been developed iteaoutpatient and home care
programs. Palliative care is “an approach to tdaaeimproves the quality of life of

patients and their families facing problems asgediavith life-threatening iliness and
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relief of suffering by means of early identificatiand impeccable assessment and
treatment of pain and other problems, physical¢ipskpgical and spiritual” (World
Health Organization, 2011).

The term palliative care continues to be confusil hospice care by patients
and health care professionals. Palliative casmiambrella term for both life-prolonging
and supportive therapy from the beginning of diaisto advanced stages of illness with
palliative care utilization increasing at advans&fes. Hospice is palliative care at the
end-of-life; it is a Medicare benefit which speegia 6-month prognostic category for the
natural course of iliness (Center for Medicare &ditaid Services, 2013). HF does not
easily fit hospice criteria because of a varialvlé eourse without a distinct terminal
phase (Lynn & Forlini, 2001). LeMond & Allen (20)L¢all advanced HF a “perfect
storm of factors that converge” (poor prognosisk laf communication and high
symptom burden) indicating the need for palliateee (p.170).

Doughterty, Pyper, Au, Levy & Sullivan (2007) foupdtients with advanced HF
were aware of their limited future and they did testd to put plans in place for end-of-
life and instead tended to “drift” living day byyland hoping for the best. Interestingly,
this study found prognostic information such as&fysurvival rate did not improve end-
of-life decision making by HF participants.

Metzger, Norton, Quinn & Gamling (2013) conductestudy to describe the
experience of HF patients referred to an inpafpatitative care consultation service.
Most participants confused palliative care and feesps being the same and expressed
concern over a referral to hospice as not being &bhccess hospitalization. Along with

concerns of denial of hospital care, additionalossns about hospice care were being
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discharged from hospice if they did not die in acfied time period and the loss of their
usual health care professionals while on hospice.

A European study to explore patients attitudesideds about dying found those
with advanced HF did not necessarily know that Hiymmause an earlier death and most
only thought about dying while in the hospital (&fths, Hak, Visser & Van der Wal,
2004). Dev, Abernaethy, Rogers & O’Connor (201g9dia systematic review to explore
preferences at end-of-life for those with HF. O§8%6 of patients wanted to die at home
and there was no common consensus between stulditsex patients would chose
quality of life vs. longer survival time. An adidibal two recent European studies
addressed preferences of quality of life vs. leruftlife of those with advanced HF.
Kraai, Luttik, Hoekstra, Jaarsma & Hillege (2018)fd patient preference for quality of
life (61%) over longevity (n=100, mean age 70; Siefrs, 71% male) while Brunner-
LaRocca, Rickenbacher, Muzzarelli, Schindler, Maedel. (2012) found the majority
of patients (n=622, mean age 77; SD 8 years, NYHAsclll-1V) wished for longevity
(74%) over quality of life. Accounting for diffenees in culture, these preferences point
to the challenges HF presents at end-of-life aadsitions to hospice care.

A review by Green, Gardiner, Gott & Ingleton (2010ynd the communication
surrounding transitions to palliative care for Hiipnts inadequate. An ongoing wish to
discuss feelings about end-of-life care was impdulethe unpredictability of HF
trajectory and a distinct transition point to pative care was not identified.

Comparably, a review by Low, Pattenden, Candy, tikeahd Jones (2011) found

patients report the need for stronger communicabaupport coping with advanced HF.
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In addition they report poor coordination betweealth care settings, including poor
control of symptoms and the challenge of the Idsoial support.

Results from these studies suggest that approadeiatlh may not be a primary
emphasis of the experience of advanced heart éaihut when presented with options
for hospice, they do not want to give up life-praying treatment. Howlett (2011)
describes this as the care gap for those with amdhHF; in the presence of an
unpredictable illness course and a poor understgrafitheir iliness trajectory, those
with advanced HF are less likely to participatemnd-of-life care decisions. These
decisions are influenced by communication withgyas, HF trajectory and knowledge
of advanced HF transition points.

Gapsin Literature

Understanding the symptom management experiencielef adults who have HF
will add to knowledge about the challenges, respssd processes of older adults and
their caregivers around symptom management neanth®f-life. Heart failure research
has focused on self-care management and stratediesy often provides information
about non-adherence to medical regimens, prevalgmanptoms and is focused on
medical treatment of symptoms. Few studies havkdd at the impact of HF from the
perspective of the patient and their caregiver, twlrategies are used to manage
symptoms and how these strategies are communitasetomplish the work of HF.

Symptoms and a person’s self- identity are clos&lyen together, rooted in their
personal history, their current understanding ofafB how the future is perceived.
Exploring the symptom experience from this pergpgedb understand the influences of

the home environment, relationships of those wisesawith care and what is important

27



Experience of Older Men witkart Failure

to the older adult can lead to approaches to carehbetter support chronically ill near
end-of-life. This research will focus on understagdvhat patients and their families do
together (processes) to manage symptoms and #rsjpgctive of symptom management
in the home. The complexity of the care of seridésis challenging; currently we are
expecting older adults to self-manage symptomsowitian understanding of what this
entails in the home environment.

During this time there are transitions associategegased symptom burden,
decreasing functionality and increasing hospitéles occurring in the presence of
transitions between health care systems and homeements. There is limited
information about the how older adults manage acedtF and how they experience
these transitions in light of the HF trajectoryur@loser understanding of these last few

years of life can lead to improved care modelstasatment.
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Table 2-1 Study Definitions

Term Definitions

Palliative or Palliative care is the holistic approach to patemd family centered

Supportive care that combines both life extending and supp®xare for those

Care with life-threatening illnesses (World Health Orgaation, 2011).
Palliative or supportive care entails the continwafriliness from
diagnosis to end-of-life. For the purpose of thiglyg, palliative or
supportive care refers to the care management fodhe last one to
two years of life.

Holistic care Holistic care defines care of the ehmerson, the well-being of a
person’s physical, psychological, social, and sgatiwell-being. This
includes the roles and relationships of the pesswhfamily and the
meanings of the illness experience.

Symptoms Defined “as subjective experiences refigathanges in a person’s
biopsychosocial function, sensation or cognitiddd{d, et al., 2001)

Symptom A mutual interaction of symptom understanding, slubpy past and

Management | current experiences embedded in symptom languaggnimg and
assessment of the symptom and its impact on se{fraphy and body.

Self—Care A complex cognitive process of identifying signglaymptoms,

Management | recognizing the need to take action, acting ortribetment strategy an
evaluating the effectiveness of treatment (Riegélalson, 2006;
Adams, et.al. 2006).

Lived The lived experience is the experience that comoes immediate

Experience awareness of life. The pre-reflective experienceardy be understooq
reflectively as past presence; it is actual expeagVan Manen, 1990
Denzin, 2001).

Meaning Meaning is the relationship persons haik thieir world (body, self,
biography) and their unique perceptions of theacplin the world (Fife
1984, p. 309).

Family In palliative care, family is defined fronchnical perspective as those

closest to the patient in knowledge, affection amas$t affected by the
person’s illness (Kristjanson & Aoun, 2004). ByaICorbeil (2003)
refer to the phrase “for whom it matters” which empasses the
network of a person’s relatives and close frienBar this study family
is defined as those who the older adult dependsrazare.

Transition or  [Those events that alter, shape, and transformube of those studied

turning points of(Denzin, 2001).

illness
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Table 2.2 Comparison ACC/AHA and NYHA Staging andsSification Systems

(Yancy, et al., 2013, p. 15)

American College of Cardiology (ACC)
American Heart Association(AHA)
Staging System for Heart Failure
Stage & Definition

American Heart Association (AHA)
Functional Classification System

Class & Definition

A At high risk for heart failure, but
without heart disease or symptoms
heart failure.

None
of

B Structural heart disease but without
signs or symptoms of HF.

Class I:

No limitations. Ordinary physica
activity does not cause ordinary
symptoms of heart failure such
fatigue, breathlessness or
palpation.

as

C Current or past symptoms of HF
associated with structural
abnormalities.

Class II: Slight limitation of physical

activity. Comfortable at rest.

Ordinary physical activity result
in symptoms of heart failure suc
as fatigue, palpitation,

breathlessness or angina pector
Class lll: Marked limitation of physical

activity. Although patients are
comfortable at rest, less than
ordinary activity causes
symptoms. **

1°2)

h

S.

D Refractory end-stage heart failure.

Class IV: Inability to carry out any physicg

activity without symptoms of
heart failure. Symptoms of hea
failure are present even at rest.

** For this study late Class Il
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CHAPTER THREE: STUDY DESIGN ANIMETHODS
Introduction
Describing the human experience is a difficultemaking. The qualitative
approaches utilized were intended to describe thathives of the participants and those
who are central to their care and provide cultaoaitext within the environment of their
home. In this chapter, the research design andodstare discussed. Additionally,
procedure limitations are discussed with potemtaicerns that may be found during the
study, for example, conducting a study within oreis work culture and working with
older men who are significantly ill.

Study Design
Rationale for the Sudy Design
This research is an interpretive qualitative studyqualitative design is both

inductive and descriptive and is focused on undadshg the meaning a phenomenon
has for the participant (Merriam, 2002, Denzin, 2ORatton, 1990). An interpretive
gualitative approach was selected because it dirawsphenomenology and symbolic
interactionism with a central purpose of undersiagntiow individuals interpret their
experiences, how they interpret their worlds, dredrheaning they attribute to their lives
and experiences (Merriam, 2002). Thus, an intéggeualitative design was selected
to understand how older adults with HF manage #airptoms and how these

understandings shape their interactions with othwis are supporting or providing care.
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The Setting

Data was collected in the homes of Veterans whewrelled at the Veterans
Administration Northern California Health Care Syst(VANCHCS) Home Based
Primary Care (HBPC) and/or the cardiology outpdtainic at Sacramento, California.

The researcher negotiated access to the HBPC pnagned the Sacramento
cardiology clinic where the proposed research veaslgcted January 2010 through
November 2011. The HBPC team provides interdis@py support for the palliative
care needs of men and their families at home. pfbgram uses an interdisciplinary
approach for older palliative care patients whasmi$ of care is supportive rather than
curative. The team consists of a physician orepractitioner, pharmacist, registered
nurse, psychologist, occupational therapist, saetaker and registered dietitian. Team
member home visits are dependent on the assessdsl olethe men based on the team
evaluations. This team with the exception of tvaggcians works only in the home
setting.

An adequate sample by gender and age was expechezhd failure affects men
and women equally and heart failure is primarilyilloess of the older adult. The
average age of those receiving care with the HBRGrpm is 74 and 65 years of age for
VANCHCS: the VANCHCS population is 92% male and &¥nale. Also, 67% of
California Veterans are Caucasian, followed by Hisp 15%, Black 9%, Asian/Pacific
Islander 6 % and American Indian 0.8% (CalifornigpBrtment of Veteran Affairs,

2013).
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Protection of Human Subjects

The research study was approved by the Univer§i@atifornia Committee on
Human Research and the VANCHCS Institutional RevB®ard. Medical providers
identified potential participants and provided thsearcher with their medical referral
data sheet. The researcher contacted potentedndsparticipants. An informational
sheet and copy of the consent was given beforstéireof the interviews. This allowed
time for the consent to be reviewed by the pardictp prior to the first appointment to
ensure participants had time to understand they stascription, risks and benefits.

At the first appointment, a thorough explanationha& study and written informed
consent was obtained for those interested in aatiog. The consent from the
VANCHCS was the primary consent. The consent waewed with participants and
signed by participants including those whom theigigant depends on for care and
support.

Ethical Considerations

Palliative care literature is replete with artictescussing whether studying
individuals with serious illness is ethical, pauterly older adults who are frail and
dependent (Dean & Clement, 2002; Hopkinson, Wri§htorner, 2005; Locher,
Bronstein, Robinson, Williams & Ritchie, 2006; Glgseet al., 2013). The vulnerability
of this population is complicated by physical deeland debilitating symptoms of
discomfort and distress (Dean & McClement, 2002).

Benefits of research are never certain; consideratof the risks raise ethical

guestions for this vulnerable population. Thelfr@lder adult was given choices and
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control over participation throughout the researéhqualitative research design works
when palliative care issues are addressed suameagyedepletion, ensuring the interview
or participant observation is no longer than anrtouhe length of time determined by
the participants themselves. Cognitive statusagagsssed prior to consent and at the
beginning of each interview.
Methods

Sample

Veterans are appropriate participants for thidwtweterans represent 1,600
deaths each day and account for 28% of all deatB813 (U.S. Department of Veteran
Affairs, 2013). Additionally, Veterans do not dieVA hospitals; they represent a
significant percent of the aging population in doenmunity (U.S. Department of
Veteran Affairs, 2013).

Additional participants were those the participaritarily depends on for care
and support. These participants are defined aetblosest to the participant in the
management of care required for HF. They coulcelaed to the primary participant or
have a close relationship with the participant dase care and support of the
participant.

The age of the HF participants was determined bgra¢factors. The average

age of diagnosis of HF is 70 (Cleland, 2008), andesthe study focused on class llI-IV
HF, participants were 75 and older. The age graupliminates théaby-boomer
generation who have had a different socioeconontccaltural experience than older

Veterans. Veterans who are 75 and older are tlvbseserved in WWII, Korean War
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and early Vietham era (different from Vietnam Wea)ethis age group represents the
second largest population of Veterans in the Unides (U.S. Department of Veteran
Affairs, 2013).

While each war experience is different, this agmugrshares a variety of major
historical events such as the Great Depression Vg@éll prosperity, the Cold War, and
the Civil Rights Movement. Other factors that niafjuence end-of-life experiences
include military culture, whether drafted or ergdtin the military, branch of service,
rank, combat or POW experience (U. S. DepartmeNetéran Affairs, 2013). This
includes the emergence of war memories at the &titeo
Sampling Strategy and Recruitment

An apriori purposeful sample strategy was planned to obtiticppants who
met the predetermined criteria and research obgti Purposeful sampling is the
selection of participants who will provide inforrmat rich cases for an in-depth study
(Patton, 2002). This specific strategy was usesktect a small homogeneous sample to
describe the experience of HF participants. Selgatidividuals of the same gender,
background, age and who are experiencing similapsym experiences allows the
guestions or issues to be covered at greater depth.

Sample Sze

The number of participants selected was deternayathta saturation. Data
saturation is present when no further new datdcaned and the researcher is able to
develop properties of the data category. GuesicB& Johnson (2006) found by

selecting a homogenous sample in terms of theiemaipces with respect to the research
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domain, data saturation is reached after 12 irgersi While there are limited published

guidelines, this number fits in

the range of pui®id recommendations of 6-30

participants for qualitative studies (Guest, Bu&c&ohnson, 2006).

Inclusion and Exclusion Criteria

The following Table 3-1 summarizes inclusion andlesion criteria for this study:

Inclusion Criteria

Rationale

1. Adults ages 70 and older,
English speaking, male

The aims seek to explore the experience of HF symgpt
from the perspective of elderly. Selecting ag&ilder
attempts to keep the sampling homogenous by age,
experience and gender.

2. NYHA Classes llI-IV &
ACC/AHA Stage C or Stage D;
estimated life expectancy of 1-
years and medical therapy is
primarily palliative.

The overall aim of the study is to understand thalder
adults who are near end-of-life. Late class litlass IV

?and late stage C or stage D represent participamise
illness is serious and are likely to be in thest lane to
two years of life. These classifications usuatligicate
that medical therapy is palliative in focus.

4. Those identified by the

participant as closest to the
primary participant who are
providing care and support.

The aims focus on understanding the experience~of H
symptoms and the how those who participate in &éne c
influence the experience.

5. Cognitively competent with g
SPMSQ score <5.

\ This study will require participants to sign anammhed
consent and participate in open-ended questions to
provide an accurate description of their symptom
experience.

Exclusion Criteria

Rationale

1. Co-existing terminal
diagnosis such as cancer and
other primary organ failure.

The inclusion of additional terminal illnesses may
misrepresent the results of the study.
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Sample Demographic Profile:

At the initial visit, the investigator obtained smalemographic and clinical
characteristics from interviews with the participaimhe socio-demographic and clinical
information provided a format to obtain general toisistent information about the
participant.

Fieldwork: Data Collection Procedures and M anagement
Interviews and Observations

Prior to all interviews permission from the papant was verbally acknowledged
and an appointment date and time was made to aothe participant’s home. A semi-
structured, open ended interview format was utliz€rior to each interview, the
participant was provided a briefing in which théenmview situation was defined,
including the purpose of the interview and the ofs&pe recording (Kvale, 1996). The
semi-structured interview approach allowed for guesce of themes to be covered, yet
allowed for openness to changes in sequence an for questions (Kvale, 1996). The
interview guide reflected the study aims and predid reference or checklist of topics
that was explored with the participants (Append)x A

Participants were encouraged to express theirexmpes in the way they wanted.
They were encouraged to utilize “self-stories” armtives to illustrate their experiences.
Observation of the family and or caregivers wagluedurther enhance data to comment
on the context and its role in shaping the pardictj{s symptom experience. Observation
took place during the interviews and was documemtdield notes after each participant

visit and used to supplement the tape-recordintg@interviews. A contact data
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summary was developed to briefly summarize the foeintact (Miles & Huberman,
1994). After reading field notes, the contact famas useful for summarizing main
points and to develop follow up questions for te&trinterview.

Descriptive Tools

Short Portable Mental Status Questionng8BMSQ) and the Memorial

Symptom Assessment Scale for Heart Fai({M&8AS-HF) provided descriptive

information about the participants (Appendix B & Che demographic information,
cognitive assessment and MSAS-HF provide quanéatata which enhances the
gualitative data.

SPMSQ assessed the cognitive status of the panitspvith HF at each
interview. SPMSQ is a 10-item examination that lbesn found reliable and valid in
distinguishing intellectual impairment and deterimgnthe degree of impairment of
elderly living in the community or in institutiorfPfeiffer, 1975). The SPMSQ examines
primarily orientation, although two questions asseemory and has established
standards for intact mental functioning, borderkimenild organic impairment, definite
but moderate organic impairment and severe orgarpairment (Pfeiffer, 1975).
Participants are score@ errorsas intact, those who made 3 or 4 errors as mildly
impairedthose who made 5-7 errors as moderately impairetiflrosavho made 8-10
errors as severely impaired (Pfeiffer, 1975). Them high incidence of cognitive
changes in later stages of HF. The SPMSQ wastosdetermine the participant’s
cognitive status each visit. Participants wereiniarviewed if they receive a score of 5

or greater indicating moderate cognitive impairment
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MSAS-HFwas used to used determine physical and emotigngtems of
participants. The MSAS-HF is a modified questiaremérom the Memorial Symptom
Assessment Scale (Portenoy et al., 1994). The M8BR&as been determined reliable
and valid (Zambroski, Moser, Bhat, & Ziegler, 200bhe participants verbally rate 32
symptoms to provide multidimensional informatioroaba wide range of symptoms
experienced with heart failure (Zambroski et 8002). It has three subscales: physical
symptoms (PHYS), psychological symptoms (PSYCH) laatt failure symptoms
(HFS). The score is the sum of symptoms presahtt@symptom burden is the mean
of the frequency, severity, and distress of eachptgm (Zambroski et al., 2005). The
reliability for the PHYS, PSYCH and HFS as 0.88B3).0.73 respectively and the total
score is 0.92 (Zambroski et al., 2005).

Analysis

An experienced transcriptionist assisted in thedtaption of interviews from the
interview tape recording. The interviews were $@ibed verbatim, including pauses,
repetition of words, intonations and emotion susleaghter and sighing. The
researcher listened to all tape recordings angdrgstions, proofread and annotated the
transcripts for accuracy.

Data analysis began immediately after data wasirmdd. The processing and
analysis of data consisted of guidelines for a gemeductive analysis set by Hood
(2008) and Miles and Huberman (1994). Additionathe data analysis was influenced

by interpretive interactionism as outlined by Den@001). This general approach is
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influenced by ethnography, constructionist grountihedry and phenomenology
approaches.

The processing of data included a) careful revoéwmterviews and transcripts, b)
analyzing data to identify aspects of the symptapeeence that are of importance to the
participants; c) analyze data to identify the fanaif support person’s perspective. The
emerging themes and interpretation were analyzddmtase and then across case to
identify commonalities among the participants.

Preliminary analysis of the interviews includeddimg the data as a whole, while
listening to the tapes. This was followed by fertin-depth analysis. Methods described
by Kvale (1996) were used included noting of pateand themes (units of analysis),
seeing plausibility and clustering, making metaghaord making contrasts and
comparisons. Narrative analysis was utilized wettts that include long accounts of the
participant’s experiences. These strategies vebiards generating the meaning of
the HF experience by opening up relationships,lehging the researcher to connect and
view the data in different ways.

At the early stages of analysis, the data wasrgéaad descriptive in nature
reflecting the study aims. Early strategies oetlitoy Miles and Huberman (1994)
include individual case summaries, illustrated atare, general condensation and
conceptual frame (sequential analysis). Line bg toding was broad and as the analysis
process continued, revisions in categories anddcttEmes occurred. Lastly, emerging

themes within categories were identified. An intpot aspect with any data strategy is
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to look for the relationships that connect stateismi@and events within the context into a
coherent whole (Maxwell, 2005).

Interpretive memos were an important element tifinout the research process
(Hood, 2008). Memos provide a means of commumgatmerging thoughts about the
research, the researcher’s positionality (how #searcher affects the research),
analytical processes, theoretical discussion acatdethe research (Lempert, 2008).
Memaos provided an important link between data &edanalysis.

Validity and Trustworthiness

A major concern of any research is demonstratitegrity and competence
(Tobin & Begley, 2004). This is demonstrated tlyloout the research process in the
way the research is situated in theory, the metloggtzal approach, explicitness of how
the data is collected, how the participants areesgmted and given voice, how data is
interpreted and presented, and that the reseaosidps recommendations for practice
(Arminio & Hultgren, 2002). The importance of hand why the specific criteria and
choices were made before, during and after tharelsenust be made explicit to ensure
soundness of the research.

To support the validity of the data, an audit tregls maintained: a) field notes
and observations of the interview, b) memos refigcanalysis and issues such as
researcher bias & reactivity, c) documentatiorhef toding/thematic process and d)
documentation of any changes to the interview garttrationale for changes.

Qualitative research uses the process of triangul&r confirming results.

Denzin (1992, 2001) makes these distinctions ahgulation by data source, method,
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researcher, theory and Miles & Huberman (1994)datd type. The key is to use
aspects of each triangulation source. Each hatfereht bias, different strengths and
can complement each other” (Miles & Huberman, 1$04£67). This entails sharing
the data with the participants (source) to obtheirtinterpretation, using data from
several different methods; observation, interviewd narrative to gain different
perspectives of the data and having other researcaaew texts and interviews.
Confidence in the data can be increased by repitaf the data. Replication is done as
additional data is collected from new participantsy settings and events.

According to Denzin (2001) interpretive data shdugdevaluated by the following
criteria:

Do they illuminate the phenomenon as lived expegén

Are they based on thickly contextualized materials?

Are they historically and relationally grounded?

Do they engulf what is known about the phenomenon?

Do they incorporate prior understandings of thenpineenon?

Do they cohere and produce understanding?
Are they finished? (p.81).

@rooooTp

In addition, perhaps the most important aspect datst be understandable to the
subjects.
Procedure Barriers

There were few barriers in recruitment as theioérdy outpatient and HBPC
palliative care team readily referred potentiatipgrants. Unrelated to this study,
VANCHCS IRB approvals in years 2010, 2011 were yisdisand thus inhibited the

researcher’s ability to collect data 3-6 months.
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Adver se Events

Psychological distress may also occur in the olteran population, the plan
was that if distress was identified and, if appraiey;, the participant would be referred to
the HBPC psychologist and their HBPC medical prexid
Researcher Bias

Reactivity is the influence of the researchertangetting or individuals studied
(Maxwell, 2005). The researcher is always a pathefsetting in qualitative research.
Researcher bias is a far greater threat than seareher presence in the setting
(Maxwell, 2005). Prior to the start of the stuthg researcher identified measures to
limit research bias. As the researcher was a meoflibe palliative care team, the
researcher removed herself from team meetings mydiacussion of the care of any
participants. Additionally, researcher influencasweduced by minimizing leading
guestions.

Reflexivity is the understanding of one’s own \eduexperience, decisions and
interpretations (Charmaz, 2007). Planned time lval$ into the research process to
reassess personal bias and minimization of theureser’'s identity as a nurse practitioner

that may influence interviews and analysis.
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CHAPTER FOUR: FINDINGS

This chapter provides qualitative data analysisltes The first section provides
men’s demographics and illness characteristickvi@d by a second section comprising
qualitative data results. The results reflectdwerall aim of the study: to describe the
lived experiences of older adults with heart falwho are managing symptoms near
end-of-life, specifically to describe and underst&ow older adults manage symptoms
with those who support their care.

Demographicsand IlIness Characteristics

A sample consisted of 15 older men recruited thincaug outpatient cardiology
clinic and Home Based Primary Care (HBPC) pallatare program at Veterans Affairs
Health Care System (VA), Sacramento, CaliforniaenManged in age from 75-96; all
had late Class Ill and Class IV HF. Table 4-1 samees participant demographic and
illness information.

The participants reside in a 40 mile radius ofSlaeramento area. Sacramento is
the 6th largest city in California; it is compriseflurban, suburban, farming and rural
communities (City of Sacramento, 2013). The Saersto area has a large population of
Veterans located between two active military basebstwo closed military bases.
Nationally the State of California has the largésteran population in the United States
(U.S. Department of Veteran Affairs, 2013). Theref this study sample was drawn
from a large but understudied population of oldenmvho share similar early life

experiences in a military environment around pakéicand significant historical events.
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With the exception of 2 men with paid caregivergnmwvere living with their
spouse who provided supportive activities for trenagement of HF. Two men lived in
facilities in which staff provided some of theireaneeds; a board and care facility and
an independent senior living facility. One maretvn a multigenerational home; the
other men resided only with their spouse in theroomity. All men required some
assistance with activities of daily living (ADL) cluas bathing, dressing, and with
instrumental activities of daily living (IADL) suchs food preparation, cooking and
medication management.

Men lived in diverse residential areas. While meowas not obtained directly
from the men, their home location reflected a ramigew income to high income
housing. The home location did not reflect theliggar quantity of assistance in the
home. In fact, several lower income men receivedenfiamily support than those living
in higher income housing.

All men were Veterans serving in one of the follogvwars/conflicts: World War
I1 (1941-1945), Korean War (1950-1953) and pre-Waeh (1951-1963). While, each
man had different actual war experiences, eachreasving care through the VA which
not only represents the bond of their military exgrece, but ensured that each man
received the same approach to medical managemeémaahaccess to similar resources.
Each man had elected to enroll with the HBPC tetatheaVA.

The researcher is the program director for HBFG.maintain objectivity, this

researcher excused herself during routine car@isksans, and when men were presented

59



Experience of Older Men with Heart Failure

at patient care conferences during and after reesntivities. The men were not known
to the researcher prior to the interviews. HBP&rtenembers were not interviewed.

The number of interviews with each man and hisgiaez ranged from one to
four interviews over one month to eighteen montha&o men declined further
interviews after the first visit, and several meerevhospitalized for extended periods of
time limiting access to the men. The frequencliasdpitalizations and death of men
influenced the number of interviews that could bepleted.

Thematic Descriptions of Heart Failure Symptom Experience

The study questions are answered within broad oategrelating to awareness of
the HF experience. The following questions areeskkd in the data analysis:

a). How do older adults understand the courseaggdtory of their

illness (past course of iliness, transition toipélte care, future

course of illness)?

b). What are the processes for symptom interpoatati

communication and management by the older personharse

who participate in the care?

c). How does the symptom management experienageimie

relationships of those whom the participant depemdfor care

and support?

Awareness is defined as a person’s perception eguittve reaction to
experience (Merriam- Websters Collegiate Diction&313). In this study, the concept
of awareness is used to organize broad categdrieematic and descriptive data to
highlight the experience of older men with HF wtalealyzing the contextual factors and

the processes which influenced their symptom egped. The thematic descriptions

here are not intended to develop theoretical casceqther the thematic descriptions
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allow the reader to follow a pattern of perspectiwalved with heart failure symptom

experience. Results include the experience of sngmouses in the management as well

as the influence of our health care system in #asibns that are made at end-of-life.
Awareness of Heart Failure

Individuals experiencing serious HF interpret anderstand their illness
progression from their perspective based on nearimdition and understandings of
illness over time (Prius, 1996). Understanding hownanage HF is contingent on an
individual's perceptions or personal understandibgut the illness guided by that
individual’'s own experience. The context and tiaividual personal history of HF are
important in understanding how men participatéhsn gymptom management
requirements of HF.

Initial awareness of HF istaansition orturning pointin which men recognize
their life was changed at some point, not always@diately by the diagnosis. The recall
from men how they were told or learned of HF wasnhudten told through an event such
as WWII, hiking or a sudden hospitalization for tres illness. Although all men had
been diagnosed with serious HF, several reporidhie onset was recent. The
following accounts highlight their perception of ehHF first started. The following
text excerpts are men ages 85-92.

“l was trying to climb (hiking) and | didn’t make il sat down
and rested, when | got down, | went and saw myodeatd he
turned around and sent me to a cardiologist.....aaghlit me in

the hospital (received valve replacement, beginoingF)”.
(Age 85)
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“And then | knew where | was (hospital) and thegcfrs) said
we think he has congestive heart and everyoneo$@agreed with
that and then as it progressed, several doctorsanyecide and
said no it's not heart failure....so it turns out thlae heart is fine
and then now they are trying to get rid of all tilatd...”

(Age 92)

“Well | don’t remember exactly. But | didn’t hawauch trouble
breathing until fairly recently.....a month ago, sohneg like that.
| used to live in a senior mobile home park.....tmeyed
me....and that’s about the time | started having timeg
problems”(age 94)

“I don’t know, but I didn’t like it (diagnosis), didn’t have
anything peculiar, a heart attack or anything.hink you are
surprised when these things happen...but | have tadép)
(age 92)

“It doesn’t expand and contract like it used todaherefore, it
doesn’t pump enough blood and doesn’t get rid eftimisture in
my body, the excess moisture” (age 88)

Explanatory attributions are a way to understaednieaning of an event. One’s
perception of the onset of an iliness can influemoe& we engage in health care activities
in the future. Additionally, knowledge of the ilas onset was influenced by the age of
the men. Older men more than younger older mendawdifficult to recall the exact
onset of the illness. Three men age 91 and oldangrized as follows:

“I think at 60 or 65, | started to have heart prebhs. It's hard to

dig up (from memory). It’'s uh, if | recall | thinkwas rather

subtle. | was okay one day and the next day Iflepping

around....” (age 94)

“I don’t remember exactly what she (daughter) s&hg pause,

She just said, the doctor had told her | had cotigedeart

failure. 1didn’t think much about it. | thougtitey were wrong of
course”. (age 92)
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“Well | don’t know, | don’t worry about nothing léarned that

years ago.....I guess | made it to this point, 91, sy that | don’t

worry about it”.(age 91)
In contrast younger older men in their 70s andye0k could recall the onset of HF and
provide an explicit history of the illness. Thdldaving text reflects the exactness of one
of the younger older men:

“That was August 6, 2003. | didn’t know none ohosiced | had a

heart attack until | got to the hospital. But aragprior to call

you know 911.....I was having breathing problems...was the

very first time to be diagnosed being uh you krmwv it was heart

failure”... (age 75)

Awar eness of Decreasing Activity

Men describe a secomichnsition or turning pointusually quite some time later,
when the illness had an effect on their abilitgomtinue their usual activities. The
men’s use of languagd Wwas subtl& highlights how the illness did not gain prominenc
or had little consequence in their lives until titreess affected their daily function, at
which time their perceptions of their level of gdilinction were intertwined with aging
and effects of HF and other illnesses. The mepoirHF during thigurning pointwas
primarily focused on their ability to retain indepkence. They described HF through the
lens of functionality:

“Don’t have the get up and go, just lethargic” (93)

“Disability not being able to do things | did befgrthe
limitations” (88)

“Well it's the mental thought of not being abledo the
things you use to do...... " (age 88)
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“Well, | used to be pretty active. Now | don’t fighing, |
don’t go hunting, and when | go to the store acrthes
street | take my kiddy car (scooter)” (age 95)

The oldest men experienced difficulty differentigtibetween their concepts of
what aging entails versus the effects of HF anérothronic ilinesses on their overall
health. In other words, there is a general resignaf growing old. A man asked about
his main worry respondetl:don’t know...I never really thought about it...yondw a
lot of people say | don’t worry about nothing excepme....l have been through two
wars, | don’t know how many (economic) depressibasl went through...”.HF is not
a main concern in his day to day life.

Symptom Understanding

Men were seldom able to articulate the severitgyofiptoms when asked about
their symptoms using the MSAS-HF. It was commamien to give up in frustration as
they were asked about the 32 symptoms on the aseetscale. The frustration resulted
from fatigue and for some irritability of not beiadple to provide an exact answer to the
scale. They were not able to determine the frequeseverity or how much a symptom
bothered them. The use of the MSAS-HF scale duhagnterviews was discontinued
after the first six interviews. Questions werentlasked about their worst symptoms; the
most common response was breathlessness and tlogasesd fatigue of HF:

“Shortness of breath is my problem” (age 91)

“| get so tired and it's hard to breathe at timesn’t do
nothing else” (age 91)

“Not breathing. When | went out of here | couldgét my
breath (911 call)’ (age 82)
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Other men identified the worst symptom around fiometl status as the following
reflects:

“Disability, not being able to do the things thati$ed to do, the
limitations” (age88)

“I don’t have any “get and go” I'm lethargic and vém | go to bed
| wonder if I'll wake up in the morning, but othese I'm
perfect....” (age 94)

“Bouncing around symptoms” between fatigue, breatinless and
limited physical ability” (age 88)

“I don’t have any energy at all” (age 90)

On a day to day experience perspective, the leMeination was of higher concern than
the identification of actual HF symptoms. For threen measuring whether symptoms
were controlled was represented by their being tabVealk to the mailbox and back
without stopping to rest. Prior to a hospitaliaatiit used to be sort of a chore to walk
to the mail box across the street and now (pospitalszation) | am not having as many
problems’”.

In spite of observable fatigue or breathlessnessymeen did not reflect a
specific concern about these HF symptoms. The dfadmmon HF symptoms
breathlessness and fatigue are also associate@tiigh chronic illnesses making
differentiation of symptoms difficult if not impogse to determine as reported by men:

“It's the number of illnesses” (age 84)

“When | get discharged from the hospital each tiatethe top of

the discharge papers it says “you have been tre@ietk”
number of illnesses” They got it up to nineteen’h¢age 88)
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“Ya, I've had so many diagnoses it doesn’t matt@ge 94)

Many of the common HF symptoms had becomeranal part of their life and
men failed to discern breathlessness althoughwhesg clearly breathless by appearance
and speech. A way to compensate for some sympi@sgo integrate symptoms into
their daily activities and the activity was not@ssated with a symptom. For example,
men with Stage IV HF took several naps during et compensate for breathlessness
and fatigue. Insight into worsening symptoms sektoaliminish with the progression
of illness and age.

Chronic illness and adaptation to illness and diggaibave been well studied
(Charmaz, 1991). Other researchers have foundynaptoms are normalized and often
not recognized by the chronically ill (Gallachera Montori & Mair, 2010; Jurgens,
Hoke, Bymes & Riegel, 2009). Aging and chronineks bring into focus a new
perspective in which symptoms and attempts to defyimptoms become what is
considered a new normal. All men confirmed thelifig of more than one chronic
illness, further complicating discernment betweénand other illnesses. For example,
two men describe difficulty in distinguishing thgngptoms of HF and COPD:

“....it's hard to tell the difference, whether thenlys or heart...It’s
a sudden thing, no warning” (age 75).

“I have shortness of breath now, but that’s frons tmorning |
kind of overdid it and then | was out of breathgttirom the
COPD...they are not sure if that shortness of breatlom the
heart or the lungs” (age 84).
In addition to other chronic illnesses that shamdlar symptoms, geriatric syndromes

further complicate the symptom experience. Mangthefcommon HF therapies such as
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the use of diuretics increased the potential forany incontinence and nocturia, thus
increasing these men’s already identified riskf&dlis and poor sleep as well as
increasing deconditioning and dysmobility. Thegedsomes, particularly incontinence
which is heavily stigmatized, influenced their &gito maintain a social life and attend
events. As one man statede go anyway”,refer to attending social events. This same
man was upset by the visual and material remintlercontinence “I came home from
the hospital and they (VA) had a case of Depentsre...” (age 88)

Struggle to Preserve ldentity

Chronic HF as with other chronic illnesses chalkengncepts of self through
adaptations the illness progression presents sugtdegnation of seeing a box of
Depends ® at home. One’s identity is achievedutjnanteraction between one’s self,
others, society and is developed over time andiious situations (Prus, 1996). How
we “define and interpret” actions influences owentty formation” (Charon, 2004, p.
134). Identities also take into account how wdrdds be seen, forcing one to take into
account our present and future identities (Charrh@g7).

The incapacitating nature of breathlessness aigligaare highlighted when men
shared those identities that they once experientgdrviews provided men an
opportunity to influence how they were defined aerédn by the investigator. It seemed
important for men to provide a historical contektheir past life with details of their
current life living with HF.

Men by virtue of their age and the serious stagdfappeared frail. Daily

activity was difficult and intertwined with diffidty breathing and debilitating fatigue.
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Maintenance of daily activities required assistapicéneir spouses or caregivers and
other family members. A consistent pattern elecitg men during the interviews was
spending time reviewing their military experienagghoto album or a treasured hobby.
Descriptions of activities of their younger yearsrevdisplayed in pictures and items on
walls and shelves of their home. During sever@rinews, the main singular topic for
the entire the time spent with the men was abait past.

A comparison was evident by their notable breasiniess and pictures of their
military experience and past activities such astspbobbies that were predominantly
displayed. This strikingly contrasted with evideraf illness: the table with multiple
medications, medical equipment and home arrangentericcommodate their physical
limitations.

Military ldentity

Each man was asked if his military experience arilted how he managed or
thought about this current experience with HF. &l ohthe men saw a connection
between the proximity of death in a war zone whiléhe military in contrast to the
certainty of end-of-life as an older adult. A coomresponse was that there was hope to
survive during the war. This made an unstated @ispn with HF in old age: HF will
inevitable result in death. This perspective isswprising as it is the difference
between youth and older age.

Several men related HF to the stress of war:
“My heart is too weak. My kidneys are too weakliggest liquid

intake....This thing (HF) has been going on since W\VWou
can’'t abuse the body that much”. (age 94)
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One man contrasted the influence of military exgrece and HF:
“Well I don’t know. It must have taught me sometlainout all
the serious situations that you face in life....| wathe military
22 years...”(age 92)
Another man discussed worry about past war actastincreasing breathlessness:

“I am inclined to think that. It (worry about thear) brought it
(breathlessness) on noticeable” (age 94)

These men had experienced Battle of the BulgeNttrmandy landing (Omaha
Beach), Bataan Death March and Pacific war theat&lthough all men demonstrated a
certain stoicism about HF, several were overcontle amotion and at times tears flowed
when talking about their war experiences. Thegee&nces were very much present in
their current lives.

With the exception of four men, all had met th@owgses during or shortly after
their war experience. The maintenance of theitanyl identity has been strengthened by
either their military spouses or spouses who weeeetto re-begin life after the war.
Spouses who had married the men later in life mlamtained a sense of military identity
and history by encouraging participation in the Kalth care system.

These men are culturally rooted in a generationghevived a great depression,
major wars (WWII, Korean) and came home to raiseilfas (Brokaw, 1998). Many of
the men described their hard work to find succedshkeir career life, their families and
significantly their pride of these accomplishmenfith aging their roles have changed
in light of breathlessness and fatigue. It wasmmam to find spouses performing roles
the men previously undertook, for example: driia@ppointments and taking over yard

duties such as mowing the lawn, tending to the fraes. There is an overall frustration
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expressed by many men about their helplessness ibeing able to support activities in
the home!l need to do things, | need to help her. She daiwde help lifting and doing
things around here” (age 78)In another situation, in spite of significant &tl@dessness,
a man was preparing meals for his spouse who léasing cognitive impairment. The
roles of men changed to meet individual and famdgils and centered on the goal to
remain at home.

Awar eness of I ncreasing Symptoms
Symptom Management

Symptom management of HF by men is pivotal to pméag hospitalization and
preserving their functional capacity. It requireg only the ability to recognize
symptoms, but also the ability to know what towdten the symptoms worsens, to
communicate the symptoms to others involved ircdre of HF and how to manage a
complex medication regimen.

The men’s identity, recognition of self, is reinfed by spouse/caregivers who
outwardly appeared to leave control of the sympttortee men. This seemly respectful
approach recognizes the traditional roles in tredationships. It is also another
indication why symptom intervention is not soughbiser. Spouses tend to leave much
of the decision making to the men, along with matlosn management. Several spouses
indicated that they want to provide the men wittheipendence around their care. Initial
symptom management is performed by the men; thgtinctude monitoring activities

such as recognizing worsening breathlessnessyekaiht and medications.
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When symptoms or repeated hospitalizations ocharirten’s spouse/caregiver
increasingly becomes involved in the HF manageraeti¥ities. The involvement of the
spouse/caregiver maintains a statevatchful waitingwith the men continuing to semi-
independently manage symptoms and medications., M@icaregiver watched over the
process, but did not override the decisions oflea until was apparent that a call to 911
was warranted. This preservation of role is seeoss all men.

In late stages of HF the men’s day revolves araest] medications and
treatments. Activities are limited to primarilyetimen’s home with social isolation
ensuing. The following texts reflect how men managreasing breathlessness:

“I get into trouble breathing and | come into thedse and do
nothing much” (age 82)

“I spend anywhere for 9-12 hours in bed and | getewery 2
hours to use the restroom, so my slisepterrupted” (age 94)

“l usually come in here and sit down and rest. Aviten it
(breathlessness) quiets down a little bit, | combere and take a
nap. Let my heart rest...happens just about eveyy @@e 93)

“I get tired real easy. Sometimes | lay there gt real sleepy

and tired and | just want to lay down. | lay doaumd rest for an

hour or two hours. ...Today | got up early and tharent back to

bed. And then | go in and lay down again” (age 82)

“I don’t want to move. | want to just sit. Ongea while, in the

evening | will read for an hour or hour and a haut | don’t

sleep too good. | can go to bed and lay down adail asleep

until 2 in the morning” (age 93)

On one occasion an interview that had been plawitidone of the men and his
spouse had been forgotten by the couple. | wadesug at their door and found the man

in his underwear with a urinary catheter hangingisside and his wife disheveled and
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unable to get out of bed. He was fatigued andtbkess. The couple had always been
immaculately dressed and groomed at the previoes interview occasions. | soon
realized that they had previously “dressed for @& what | was seeing was the results
of their usual rest/activity routines and lack neggy to dress and groom. It provided me
with a glimpse that many of these couples wereateg for me not only with picture
albums set out but with special attention to dregs$or having a visitor in the home. Had
they not forgotten my visit, | would have never Wmothe reality of what lack of energy
means and what the interviews meant to them ingeinenergy expenditure. The
interviews were an opportunity to present themsehgenormal, regular older adults who
are still actively engaged in life and capableustaining social interaction with a visitor.
Managing Breathlessness

Several men were able to articulate increasingtblessness as a cause for
hospitalization. Typically, a first response targasing breathlessness was to rest or go
to bed to see if the episode would pass. Men didhatify a health care provider for
assistance based on increasing breathlessnegdigrtbey link breathlessness with other
factors such as weight gain and increasing fatigéery few men weighed daily and
weight gain was not reported. Instead this salé-eativity was balanced with other
priorities and energy.

Hospitalization occurred when the constellatiosyrhptoms persisted and were
not improving; making it clear to the men they ddazall 911 and go to the hospital.
The actual decision to call 911 happened when sympivere too overwhelming to

manage alone at home; often times after the sgmagallowed the man to determine if
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he needed to go in to the hospital. Men tend szmlee a period of time prior to the 911
call in which their activity level decreases andrentime was spent in bed. The
preservation of roles continued although the men Inaae been too ill to recognize and
report the symptoms sooner.

A man age 83 described daily weighing, strict rdoay of his weights and
changes he had made with his diet resulting in tdags after his diagnosis of HF.
Although, he was performing all the tasks of HRpyom monitoring including
responding to a HF monitoring system, he and hisisg did not see the connection
between changes in these activities such as ngticimeight gain and reporting to a
health care provider sooner rather waiting until 9as required:

I: “What do you do if he gets short of breath, whee the kinds of
things that you do for him?”

M/Spouse: Well all I can do is tell him to sit doand take deep

breaths if he can.....But if he does run into prolsletnen yeah I'll

get on the phone and call 911 immediately” (spoage 78, man

age 82)

The persons who care for these men are cruciaterighining outcomes,
however in their wanting to allow for independenmentrol of symptoms measures such
as calling the palliative care team occur latelnisTdoes not seem to be related to denial
of the seriousness of the illness by men, but ilemelated to the inability to judge when
to call the health care providers. In additioritatchful waitingby the caregiver
delayed taking action. Particularly for thosehat &nd-of-life, the cycle of severe

symptoms, hospitalizations and return to home weguent even with a palliative home

care team visiting the men at home.
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The relationship between the palliative care teaalgto prevent hospitalizations

and the men’s view of living with breathlessnesseeads meanings men attach to

symptoms and their approach to controlling symptparsicularly breathlessness. Men

are living the experience of breathlessness whaches the anxiety and fear of not

breathing. This experience has multiple realittethe men. A hospitalization provides

one more opportunity to feel better in spite of khewledge that symptom relief may not

last.

“I have been in the hospital a couple of times taka water uh
enough so that it created a congestive heart failemd we went to
the hospital to get rid of it and the last timedsin there | was in
there for over a week because | got rid of 10 pswifdvater...I
feel good in the hospital because | feel betternhget home”
(age 85)

“And well | was just gasping for air and | couldrbteathe and
finally after a few hours, | thought | was goingdie because it
was getting worse and worse. And finally | gobatdr in there
(ED) to look at me and they gave me...pills...stuff thgive to go
to the bathroom all the time” (age 88)

A secondary factor in delays in calling 911 wasresped by two men. A 911

call resulted in costs which caused them to rethihkn to call for assistance. One man

had thought about alternatives to 911, for exangaling a taxi and not telling the taxi

driver why he was going to the hospital:

“So what | am thinking about doing the next timeswlh think | am
in trouble. I'm going to pretend I'm not and I’'nothgoing to call
them (911). Because | found out that they go tmi@anity
Hospital and | can go there by cab. By the condibf what
would be anywhere from $14 to $18 cab fare to ghiéosame
place. Or it could be thousands of dollars if yeali 911"

(age 94)
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The second man expressing financial concerns stiadé¢dhey were paying 50 dollars
monthly for the cost of their 911 call affabspital bills”. This additional monthly
payment caused great stress and concern aboutémand the spousal couple ability to
remain in their home.

Another interesting factor was most men had “clisk@ medical alert call button
when they needed help. Several men referred $aathbeing their back-up for help:

“I have my clicker, if | run into any problems” Spse: “that’s

what they sent, the VA, they said it's what thexelan TV, you

push the button and emergency comes”...Yeah it'scicalelert,

in case | am not home and he’s out there by himigelh he could

push the button if he needs some help..” (age 82)
Medication Management

Medication management is left to the men to ordeganize and take at the
correct times. Medication difficulties abound. elimanagement difficulty is reflected by
the counting of the number of pills:

“| take them (medications) in three doses, likepll) in the

morning, 5(pills) at noon, then the balance at nigtright now |

take 43 pills a day” (age 94)

“It's the number of pills...57 a day” (age 89)

“You know you count those pills up; | must takepill3 a day,
maybe 80”; spouse says “not that much, but a laij¢ 95)

In the later stages of HF, medications may maintaisupport heart function and
provide a reduction of symptoms and increase agtiglerance, however in the final
stage (Class IV) symptoms are refractory despitéicaétherapy. It is only when
assistance is needed to manage the medicationspinages step in. The involvement of

the caregiver occurs late in the illness when dolbees apparent management assistance
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is required (i.e. hospitalizations, men are ovelmleel by symptoms). The assistance of
medication management may begin with oversightisypouse by checking the
medication boxes after the men have filled them:

“...when he does his medicine, he’s got the pill sa@d he

actually puts the pills in the box and | keep adcand | mark it

when he’s finished each pill in the box and make #hat all the

pills are there” (age 84)

The task of remembering when to take the medicatias difficult for many,
even with more sophisticated medication boxeshhbdta recorded reminder to take the
medication. The decision to have the men continie administration seemed to be a
decision that was made by the men. As a man bexamee impaired by fatigue and
breathlessness, the caregiver, family member ondinge from the palliative care team
begins to fill medication boxes. The medicatioxdmcan be a source of frustration.
Because of the sheer number of medications, misgngral medication dose times does

not take on significance:

I: “I know your son was doing your medicine box tast time |
was here, it sounds like your son has taken o\ar th

M: “Yah, he has. No matter how hard I try, | gagf somehow. |
don’t get the right pills in the right box.

I: “Well 43 pills is quite a number”

M: “Well | take them in 3 doses, like 15 in the miag, 5 at noon,
then the balance at dinner, then he (son) was ypeditupt. |
missed a couple of days and he (son) came aroutidad you
miss your pills you die, just like that...

M: “I thought about it for a while....I missed 2 mamng sets of

pills, but I don’t think that it was too bad wheowhave 14 doses
of each quantity and | only missed 2 of them....litikt black box
announces it is pill time, “take your morning pjltake your noon
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pills”...it actually talks...it gets a little frustteng, it says take your

pills maybe 3 or 4 times a day and it will repeatytne 7 or 8

times....we still miss it, we don't feel like gettumgand getting the

medicine” (age 94).

Another man expressed medication management this wa

“So | got to get somebody like a nurse to ordenttfer me or |

won’t get them and that’s alright too because lirad of taking

pills anyway” (age 82)

The ordering of medications and filling of medicatiboxes has long been a part
of the role of home healthcare nurses. Homecaigenthave experienced the complexity
and time requirements to safely set up medicatob. The actual filling of the
medication boxes can take up to an hour, deperatithe number and complexity of the
regimen. It also becomes problematic when thexenat enough doses of one
medication, the nurse then needs to remember d¢ thatbox as incomplete until the
medication is obtained. Taking on the role ofrfdl medication boxes is not automatic,
once the role is taken it places responsibilityl@nurse to return immediately to the
home for medication changes and box fills. Fos teason, families are left to manage
medications until it is apparent that they are lm&aido so. Medication boxes are an
invisible consumption of time for men and their fh@s and ultimately if done
incorrectly may cause hospitalizations.

Education about Symptom Management

All men had received education utilizing a homeménitoring program and/or

in person by registered nurses on the HBPC paidatare program. The results of the

education were more apparent with the younger otdar (age 75-82). Older men (age

88-96) were generally less vigilant in monitorirgities such as weight, diet, and

77



Experience of Older Men with Heart Failure

symptom recognition. Older men were more likelgheck one aspect of HF monitoring
activities but they were not likely to take actimmthe results, for example reporting
weight gain, an important preventative to exaceobadf breathlessness.

Learning response based skills requires understgride iliness, understanding
the importance of a sustained response to chaisgmg@toms and these skills are
generally learned through trial and error. Fosthmen, these skills were absent in light
of the required time and energy to perform theswites. It is also a challenging
endeavor in the presence of increasing HF symptordsncreasing symptoms not
always associated with HF, for example, pain, dify concentrating, impaired appetite,
anxiety (Lehman, 2006). These increasing symptoftes require adding medications to
an already complex medication regimen, a verydiftienterprise for men with serious
heart failure.

A common finding describing HF was abéfitid buildup” and the great
difficulty their body was having managitifiuids” . The language used to describe HF
was“kidneys too weak to digest liquid intak@hd“my heart is fine...trying to get rid of
all that fluid”. Two men had developed renal failure as a conseguef HF. They
seemingly did not connect the fluid and renal falas a progression of the illness and so
their focus was to eliminate fluid in their bodyhe term‘congestive heart”is reference
to the knowledge of fluid accumulation, but doesinwolve knowledge of actual heart
failure; rather the fluid accumulation is aboutaeak heart” or a“fluid” problem. This
distinction has potential ramifications about tHeiowledge and perception about the

seriousness of their illness.
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Family Experience

Relationships developed through activities helmethfthe men’s perspectives,
identities and commitments (Prius, 1996). Each’sn@entity, recognition of self, is
reinforced by his spouse caregiver, who leavesrabat the symptoms to the man. This
seemingly respectful approach recognizes the toadit marital roles in their
relationships. It is also another indication whiervention is not sought sooner.
Spouses tend to leave much of the decision makitiget men, along with medication
management. Several spouses have indicated tlyaivire to provide the men with the
independence with their care.

As the men’s functionality decreases, the spousallregins to evolve to meet the
growing need for additional supportive care. Tlspouse recognizes that their social life
too has become limited in order to provide suppertor their husbands increasing
needs. Several caregivers discussed the decresgeia activities over time:

“We haven't taken as many trips lately; we haveifaalling
daily to check on us” (man age 89)

“We were in Tai Chi class which I loved and it jssarted making
him nervous, so when he quit, | quit too” (man 89¢

“He does relatively little around here. He gets e eats
breakfast. He sits out in his chair in the garamel falls asleep
then he doesn’t stay awake very long until it'setitm eat another
meal. He spends more time asleep than he doesaavgknore”
(man age 92)

“He can’t hear well. For 25 years we had ticketsthe music
circus. We were right in the front row, but now evased it
because he can’'t comprehend what they are sayewyifig). But
really it was his only outlet. He is around otleople that way.
It makes him feel like he’s doing something as sp@do just
sitting” (man age 92)
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Roles change as the spouse begins to be the cpetsain for organizing and
performing daily activities. Spouse activitieslude ensuring medical appointments are
coordinated; driving to medical appointments whitsome cases were located over 40
miles away, cooking/housekeeping activities, meoaoversight and coping with
disturbed sleep with the men getting up frequeatlgight. The increasing work for the
caregiver or the inability to manage both the #g@nd home environment precipitated
decisions about moving to a more supportive enviremt. These changes impacted
men’s idea of independence. For one man it meangignérom independent senior
apartment to assisted living; this change in lacatt his senior complex resulted in
having to recognize the decreasing ability to marag illness. For another man it
meant transitioning to a senior apartment:

“Once we get into one of those things (senior apennt) they

don’t give us much independence...At 1200 they ringlleand

...schedule...they cost about $5,000 a month...anddt's

medical facility, that’s only assisted living... Thehyeck on them

(residents) and make sure you are still breathi(agje 88)

This personal loss of control begins with changesan’s role in the home,
“taking care of the outsidetwhile the caregiver maintained ttiaside” of the home.

As breathlessness and fatigue increase theseb@besne difficult if not impossible for
the men. Caregivers transitioned to increased \wooknd the home by either working

together outside, taking over the work or hiring ork done. While men had grown

children in the area, there was a reluctance fodiecthem in the work of the home.
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Several spouses comment:

“I am old and he trimmed the lawn 5 years ago....aé an
electric mower, but he was able to, now | mow iitiafh age 80)

“We both work out in the yard together watering that trees”
(man age 82)

“He used to take care of our pool and yard...now \aeehhired
someone to take care of the outside”(man age 81)

Simple social outings for the spouse such as halimger out or having a haircut
may be interrupted by the side effects of a dianetedication:

“If we want to go out to dinner we go. We go te grocery store.

| have never, the only time | have trouble is. gbeher hair cut.

And | really didn’t have a big problem, cause | wenfind her

because she had a bathroom, her assistant, so titharthat |

didn’t have much of a problem...since 70, maybe bgltawo

cases (Depend®, a brand ofadult incontinence

underwear)”(man age 88)

Men in this HF population, presented many situaiahere they made a
concerted effort to maintain a fairly high levelsafcial activity. The majority of men
had caregivers who were able to drive which pravideneans to leave the home. One
man with Stage IV HF, who met hospice criteriauieegd a wheelchair to leave home
and wore oxygen continuously. On one occasion wigearrived home from a
hospitalization his caregiver was planning howeblgm to a bridge game until she
encountered the barrier of 3 steps:

“Saturday night, we had people here last week cowse and play

bridge and we’re going and we’re going to try totgaheir house

this next Saturday...its three steps into theicplao that's the
problem...... but it's good for you” (man age 83)

81



Experience of Older Men with Heart Failure

Another man and his spouse were not able to duvédoind acquiring scooters allowed
them to leave their senior apartment and do their shopping. Spouses even found
ways to continue enjoyable activities such as fighiOne spouse drove up the edge of a
fishing area which facilitated her husband torsithe car and continue a favorite pastime
of fishing. Another spouse took her husband orksvalith their beloved dog. The man
would walk for 5 minutes then sit and rest untd Bpouse had returned from her 30
minute walk. The spousal couple remained actigettzer.

An 88 year old man sums up their deéngesocial activities and support:

“Most of our friends are our age and they have bdewpping like

flies. A couple of them visit. | go to our praxsdown and gosh,

we are surprised every time we get back (home)”

Many caregiving spouses spoke of living with mdjealth issues themselves
which influenced how much support they providethiir spouse. In one situation, the
spouse was in treatment for terminal breast casberstates that she had her husband

dress himself as a way to get exercise:

“It takes an hour for him to get dressed, but tkdtis exercise”
(age 84)

The goal was to keep him independent, so thatlb#dy might remain at home. For
another man whose spouse had mild cognitive impaitpbut physically remained
functional, the roles of caring for each other lmeedocused on each other’s strengths.
This man could not walk any distance due to brea#iriess but they both were able to get
out with the cognitively impaired spouse pushing wWheelchair while the man sat and

directed getting to their desired destination. SEhactivities were not without challenges:
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“Well we had another fall the other day, went ottee curb with

a walker and we piled up in the driveway and slaeggiver)

hasn’t been the same....l had trouble walking sa beaa

walker and she was pushing and all of a suddeniled p

up”...and she was worse than | was, but | had anepkin,

pain in my butt and my wrist was a little flexibleez that was

last Thursday, so | should be recovered by now&(84)
In these cases where the effort of activity wasdimated between strengths of both the
men and their spouses, their ability to remairairtcurrent independent state counted
on this interdependence. One could not live aleileout the other. The companionship
of having a partner near and supporting the merermaatifference in the quality of their
lives and the ability to remain at home.

Men talked with pride about their children and gtetmildren, pointing to pictures,
artwork and experiences that included their farsilin one home portraits of
grandchildren were painted by the man’s spouseéhand prominently in their living
room. Another man had a formal head portrait efgrandson’s dog poised as if another
grandchild. Lastly, men spent time telling withistaction the accomplishments and
activities of their children and grandchildren.

Involvement on a daily or weekly basis varied; hegrethe actual involvement
with symptom management by family members was d&ichitOne daughter visited her
father daily at his board and care facility to dzgpes and word games together. In this
way she kept a watchful eye on his overall cartheOexamples of watchfulness were
also encountered. The move to the board and earbden difficult a 94 year old, as he

had lived many years in a mobile home park whi¢brdéd him with friendship and

companionship. His friends who visited him atmesv location brought in “salt pills” to
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correct his low sodium that was mentioned afteemétab work. This created a conflict
at the facility and with his daughter who did na@nwthese visitors back. This man’s
wishes prevailed, however, and his friends werem& warning not to provide him with
food or supplements. While the additional sodiwwuld have been harmful to his overall
symptom management, it was not commented on exedysiRather, the potential loss
of visitation by his friends caused an emotionaeaighat he talked about for some time.
The balance between one’s own health determinatiointhe influence of family and
facility requirements illustrates conflicts thahoaccur within the caregiving role.

Many grown children talked of the responsibilittegheir own immediate family,
their own retirement activity goals, and the insiag need of support by their parents.
One son walked into his parents’ senior apartmedtspoke to his father in an angry
tone about forgetting to take medications and ah@umother’s difficulty in managing
the finances. The son’s frustration appeared tarbend the increasing amount of time
required of him to assist his parents to remaimoate and possibly his inability to
recognize the increasing difficulty of both paretatsnanage care requirements.

Relationships and roles between the men and thidren begin to change as the
men become more dependent on “family” outside tiradn Resistance to their children
participating in care can be seen by increasingmeg on friends and neighbors rather
than their children:

“When | went to the hospital, my neighbor neversaisa day and

he was out there visiting me.....If they don’t se2 @mboth of us
every day, they are right at the door bell to clidekje 89)
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The utilization of friends and neighbors can beay w0 delay the changing roles with
children and maintain a level of independence dpamt children. Neighbors recruited
to witness the consent, for this study, were verycerned about the men and asked
many questions prior to witnessing the consent,atestnating their protectiveness of the
man.

Two men with extended families intermittently liginvith them appeared to
manage the growing dependence in a different iidneir families (children and
grandchildren) depended on them for a place taeesthis situation allowed the men to
retain a role as “head of household” while themilgt provided extra support to the man
and his spouse BYeing there”. Extended family members did not visibly participate
management of HF. Although, it appeared that atit persons in the home added a
sense of support and a window into the outsidedvo@ne of the difficulties of aging in
place is the social isolation, particularly for$kenen for whom getting out is an effort
and challenge.

Awar eness of End-of-Life

As breathlessness increases and becomes diflicoiaihage, it forces discussion
around treatment options i.e. further hospital@atiand transition to hospice. A first
step towards these discussions is admission t@aipad! care.

Palliative Care Options

The goal of home palliative care is to maximize meuality of life through

frequent assessment and appropriate deploymentasf/entions through education and

therapy management. One part of care is to wottk men through planning the goals of

85



Experience of Older Men with Heart Failure

care. Activity revolves around “exploring and asseg options” and “formulating

plans” (Prius, 1996, p. 158). Admission to palliatcare services for ongoing care in the
home is generally part of supportive care in tis¢ dae to two years of life. For the men
it may bring ease of care by having providers coone home and thus easy access to
medical and nursing care.

A palliative care referral occurs when a healtledaam determines that the
patient would be best served with care in the h@wetptoms require more frequent
interventions, it is increasing difficult for thafpent to come to the clinic for primary
care. Persons with late stage HF are referreshferdisciplinary care management. The
goal is to improve quality of life and to reducespitalizations through symptom
management at home.

Symptom management is difficult because “most spmgtare denied,
normalized, or evaluated as having little impor&n®lechanic, 1992, p.1347). The
difficulty is not in reaching consensus in goaltisgtby the men and the palliative care
team; it is in operationalizing goals. For moshntieeir wish is to remain at home, but
when breathlessness becomes uncontrolled, the9 Ihlfor relief of breathlessness. The
following men describe the situation in this way:

“When | have difficulty breathing... Yeah that’s dgalifficult to
put up with because you imagine all sorts of thinigam not
afraid of dying, | am not afraid of dying, everydyts got to do it,
but when it approaches you that close where yott catch your
breath, no matter what you say about dying, it giyeu a creepy

feeling. Sometimes | wake her up, | say wake opeamn wake up
stay out here with me” (age 92)
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“There were times...like | wake up in the night dicduldn’t get
my breath....that’s pretty scary when you can’t getugh breath
in, it's like somebody choking you”(age 90)

In spite of frequent hospitalizations and a limitgdhlity of life, allowing for a
natural death is unthinkable in the presence ddthtessness, especially when it is
uncertain if this episode of breathlessness withot be sufficient to cause death.
Regardless of the availability of medications aqdipment to support management of
breathlessness at home, men found it difficultdavthat they considerédothing” :

“My cardiologist now, the couple of visits he saidave done

everything | have done for you now and ah, juse lgidur time.

He says if | was you | would stick to the DNR andeoyou are

down, you're down and out...But the nurse and someblsé

said, when | give you the last chance, if youdalll pass out, give

them 24 or 48 or 72 hours to see if they can ddhang to prolong

you...my wife doesn’t want me to (DNR)” (age 94)

Transition to Hospice Care

The lastturning pointis when men’s symptoms become uncontrolled irsénse
that hospitalizations are increasing in frequen®eferral to hospice requires a different
perspective of the illness, its significance andmé’s present and future quality of life in
order to accept the transitioAdditionally, it requires that the relationship twithe
referring team (home palliative or inpatient pailia care) is reflective of the experience
of the men.

The general medical perspective for referral thussis that the medical
therapies, including benefits from hospitalizatidmsve been maximized and have

become futile with respect to improvement in candit The men’s perspective of the

severity of their heart failure was not entirelfluenced by health professionals, health
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facilities or caregiver opinions; their perspectivas based on the need to obtain relief
from breathlessness and the place where the syrsptonid be improved was the
hospital.

For most men, a hospitalization meant returning éamd feeling better for a
short period of time. When hospice was accepteudas readily apparent that there are
no further second chances. For example, one nhiarspouse interviewed while in
the hospital stated that dialysis for renal failwas not something he would survive and
therefore he wanted to go home to die. He wentehaith hospice services,
understanding he would be kept comfortable durisddst week of life. For those men
who had periods of stability between exacerbatafrsymptoms, hospice carried a fear
that medications, need for hospitalizations anemslervices will be discontinued.
Instead, for advanced HF, the goal of hospicetiast in the beginning, “maximal
management of HF with medications that may alslifégrolonging” (Tanner, Fromme
& Goodlin, 2011, p. 239). Instead of a collabaratapproach to management of HF,
men understood this as “nothing more could be ddmet’did not understand what this
referred to. “Nothing more” meant no further impeaent in condition could be
expected.

At times health care providers were perceived asgiging uncertainty in how to
proceed with care:

“The doctors don’t know. They don’t have a clughtinow. |

went to the cardiologist about 6 weeks ago, anddie “I think |

have failed you”. Very seldom you hear a statenfiketthat from

a doctor. He felt that we were not going the righiection of what
| needed. But who knows, everyone makes mistakes.l had 3
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cardiologists in my room down there for 3 weekbeylcan't
agree with each other” (age 92)

Men whose heart failure had progressed to Stagedited the idea of hospice
care. This resistance was in spite of multiplepitazations over a short period of time.
After each hospitalization limited improvement oced and severe breathlessness
reoccurred making it difficult to remain at home.

The discussion of a referral to hospice often beg#mthe men and the palliative
care team at a hospital visit. Then discussioesitoed again during hospitalizations for
HF exacerbation. Several men stated they werethelgdcould not go home from the
hospital unless they agreed to receive hospicecasiv This was a common finding from
both community and VA hospitalizations.

For some men, they spoke of not being able to hatieer hospitalizations if
they accepted hospice care. Hospitalizations sepited relief from difficult,
overwhelming breathlessness; hospice meant thditgab receive hospital
interventions. The decision to forgo immediatediadizations was difficult for men to
accept in the presence of symptoms that were diffto control. One man indicated
when he was discharged from hospice it was a sedusuace, this same man had been
admitted to hospice three times.

“...who knows maybe the next time there would besangnd

chance, but good

thing | have been getting second chances you kiidhistime,

but | really don’t know, the doctors say it coule ény time, no

one knows except God...”
(age 75)
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One man resisted hospice care resulting in ovédro3pitalizations the year prior
to his death. Hospice care at end-of-life was ey when he was no longer able to
make decisions for himself. He died 8 days ofliasge from an acute care hospital to a
skill nursing facility. Up to his last hospitalizan, he remained at honsérugglingto
remain independent with paid caregiving in plabespite of the complexity and
difficulty of care, his choice was to remain at heowmithout the support of hospice
services. He lived with almost certainty that heswdying, his desire to protract the
dying process was likely influenced by feeling befbr a short period of time after the
hospitalization.

“I don’t mind going into the hospital.....It isn’t ¢htotal number of
days that | spend there. It's the repetitivene@gje 89)

After his death his spouse spoke about her andeeiof told that her husband
had to agree to no further hospitalizations to ifu&dr hospice care. This interpretation
of the hospice benefit prevented him from acceptir@ghospice program sooner.
Hospice programs are cost effective when patidm®ge to remain at home for
treatment, particularly when acute hospitalizatiaresfutile (Story &Knight, 1997). The
overall goal of hospice programs is to manage sgmptat home; a hospice patient is
advised to call their hospice program instead dffélsymptom management. If an
acute hospitalization is needed for symptom managént is approved and directed by
the hospice program. If a patient independentlig €1 and is hospitalized, this may
result in a discharge from hospice, hence hosgpgaces are reluctant to admit patients

who state they wish hospitalizations.
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A 75 year old man was told during a hospitalizatioet he would not be
discharged from the hospital without hospice. saiibes the discussion as a positive
pitch on why he should transition to hospice: @il not have to come back to the
hospital, b) the bipap (breathing) machine willjlogt like the one at the hospital and c)
he will have 24 hour access to medical and nurstaff. Hospice is “just like taking him
to the hospital”. He was previously admitted arstldarged from a hospice program
three times when he failed to meet consistent mecéind for calling 911 which resulted
in a hospitalization. Finally he refused hospiceecaHis primary hospice diagnosis of
HF was complicated with serious chronic obstruchivey disease (COPD). He
experienced repeated hospitalizations in spitb@fivailability of hospice care. Through
his experience of repeated admissions to hosp&canterstood that there was not
anything that prevented him calling 911 and re-adion was possible if he was
discharged.

A common theme about concern of electing hospipgces is the ability to
receive symptom intervention when symptoms requir®any of the men manage their
symptoms by self-treatment methods such as inecrgasips or time spent in bed when
breathlessness or fatigue begins increasing. grbisess of “waiting to see” delays
contacting a healthcare provider and results igueat hospitalizations. Hospitalizations
act as a reprieve from symptoms and result in géeary improvement in symptoms.
The process of recognizing a change of functiontakithg action at that point seems to

be difficult to recognize.
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One 92 year old man during an intensive care U@lWY stay for three weeks,
described the struggle between hospice and goingeha “It's morning in the swamp
surrounded by crocodiles”.. The statement provides a perfect visualizabibihis
dilemma. Morning indicates a new beginning, thamsw is the ICU, it is isolating in the
ICU room, life has become mucky (swamp) withouteacpicture of surviving or
knowing what is coming next....and the crocodiles..ll.viteis the perception of hospice
swarming, swimming around, snapping at him withtked arm’s length.

Biding Time

Biding time accurately reflects the separate riealiof the notion of time between
palliative care members and men’s HF goals of c&iding means tovait for or
withstand, an old word meaning to remain in plégkerriam-Websters’ collegiate
dictionary, 2013). According to the men, this ne#@mgive up, to do nothing. For
these men whose lives reflect a “never give up$pective, this is a challenge to meet.
As one man statés can still do anything | want to do. It's justind over matter” (age
89).

All men are very aware their life is coming to as#; however they are not
willing to give up the option for relief of sympt@at the hospital, which issafety net
for breathlessness that cannot be managed at hameeported by men, the
communication from palliative care teams whethex e@dmmunity or VA hospital was
one of the terminality of their illness, to essaltyigo home andbide timé&; to passively

do nothing; not actively receive comfort care.
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Hospitals are increasingly under pressure to retlkceclated re-hospitalizations.
Hospice referral represents one option to assisttmeemain at home. Men with HF
consistently report livingday by day, no long term future’glthough they are not willing
to give up what they consider options for emergané. None of these men saw
palliative care as an option for care as hospicantnéoing nothing.

The blurring of being older, HF and other ilinessede it difficult for men to
accept or acknowledge the seriousness opétFseand end-of-life concepts. This seems
to contradict what we may expect from men in tB&s or 90s who have already outlived
their life expectancy. Those men with frequentditasizations were likely to anticipate
any future hospitalization as one more opportutatgain relief from symptoms and a
“do not resuscitate” order (DNR) represented abilitg to have that opportunity for
care.

Time itself commonly is seen in a linear sense @mhected by “sequence of
moments” (Miller & Johnson-Laird, 1976 p. 415). iIBequence of moments is part of a
past, present and future perception and is contéstevents (Miller & Johnson-Laird,
1976). In the context of this study, the patterawareness of illness is commonly put
into the context of physical abilities with the peat related to the past in the accounting
of activities that can no longer be accomplishigds common for men to talk about the
considerable contrast from young to old in termagiivities. However, activities
disappear slowly, subtly, and gradually decliningrmtime, with small incremental
changes that one may not notice at all at oncehditase of medication management,

the understated change from managing medicationgur spouse providing watchful
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monitoring, and finally someone else is filling timedication box. All of the decreasing
activity happens over time, not all at once, andaiglly noticeable until one looks back
to the beginning. And all of this taking placeaismaller shrinking world.

The notion obiding timereflects a future without obvious movement onatti
towards a goal; in this case the undesired outaafrdeath. It provides an impression of
marking time or time standing still and a visuaitpre of sitting and waiting with
progressive decreasing physical abilities. Yeetimnot standing still, the habitual or
usual routine of management of HF is perpetualgsent. Time stands still during
activities of sleep and then suddenly an increaséiglity momentum associated with
meals and medications occurs. One no sooner gaRkap then it is time to take
medications again; there is a sense of time wa#mdjtime accelerating around
necessary activities of managing HF symptoms. frtasentum can also be associated
with re-hospitalizations and changes in medication:

“And then | went through the same old thing agafnd then |

wanted pills. | was taking one a day, from onekpaa hour. |

take two. The next day | take four. The nextldake two, the

next day | take four. It keeps me busy” (age 94)

For the one man living alonstruggling with multiple symptoms, and much of his
time was spent sleeping or resting, had short dafsénergy to remain on task for
activity and the sense of time itself had becorss fgnificant:

“I eat whenever | feel like I'm hungry. Many days by where |

never turn the TV on. | don’t wear a watch anymdbexause |

don’t want to know what time it is. When | feehgry, | go and

make myself something to eat. They don’t undedidtamw | can
live that way” (age 89)
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Spatial relationships in the environment changsyagptoms worsen, reflecting
the increased time it takes to perform activitiddedications, equipment, and recliner
chairs are in proximity to the bathroom and bedraitmough the recliner chair functions
for some as a bed (within 3-10 feet). These chawngiect the time and energy it takes
to manage their symptoms. Environments are s&ugase of time and constraints of
mobility. The following description from my fieldotes of a man’s home was similar to
many other homes visited; “his home was cocoon Bkerounded by bookshelves,
paintings done by his wife, table filled with hisusp collections, all things of great
meaning to him and represented a snapshot offa@igslone small area of the home, an
area where he spent his days and many nights”.

Walking takes energy and uses oxygen, so decretdsractual area lived in
reflects a way to manage both breathlessness sigdda Another man’s day to day life
involved managing his care from 3 feet by 3 feetcgparound his recliner chair. The
area:

“contained medications, oxygen equipment, food, flagaeight

and blood pressure, his scale and blood pressuneitoroall

surrounded by his scrapbook of family pictures ammsddwork

designs that he had once completed. His timefuistérom bed to

chair was condensed to a very small space withytivielg he

should need at an arm’s lengtfmemo)

This ease of care in the careful positioning ooty in the environment and their
relationship to the men may be another indicat@rttie delay in hospice services or
perhaps a move to a place with more support. Emilronment is set up in a way that

preserves their ability to perform self-care, hgvadditional care in the home may mean

a disruption of their surroundings. Furthermorbpapitalization preserves their space
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without interruption. Upon their return home, thresume their spatially constricted life
once more.
Acceptance of End-of- Life: “Whatever will be, vi#”

There were many reflective moments about theirdifd overall satisfaction
about their lives in general. One man clearhyhuiinited life expectancy found a brief
moment of pleasure when talking about his life with spouse. This overall recall of
satisfaction helped to diminish the burden of #iséor many men:

“Ya, I've had a good life. Growing up through tepression,

times when my father made great big wages anddbam to

nothing. My father made big money when things e and

when the market crashed....l was lucky. | got a wdndlife”

(age 84)

“l always try to be happy. | think the one thitigat has brought
me the most happiness in my life has been my @tgg 82)

Post-Script

This study entailed interviewing men near end-f#:-liAt the conclusion of the
study 12 of 15 men died, many shortly after anrinésv visit. There were no reported
adverse events. All deaths were expected andssoteted with the study.

Reflections on the Process

As an employee of the VANCHCS, an understandindp@fHBPC palliative care
program was beneficial in understanding the expedef many of the participants.
Even so, some fresh, unexpected yet important espéself-management of HF were
revealed through careful observations and wideingngpnversations during home visits.
For example, adaptive use of environmental comgteabund a central recliner chair to

maximize the man’s energy and avoid undue fatigag nevealed. So, too, was the effort
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required to preserve identity and carefully repnésiee self through immaculate
grooming when a visitor was expected versus thesroasual semi-dressed state of a
daily life replete with breathlessness, fatigue iequent naps.

Self-reflection required recognition that datatisugnded in both the participant
and researcher social context and biography. Rafrseemos were useful to keep the
participants perspectives in the forefront, addgity critically reading interview texts
assisted in recognizing perspectives around questdad language when interviewing
participants.

Self-awareness became more evident as to undensigiavn feelings and ideas
about near end-of-life. Working with participaai® near end-of-life is both a privilege
and work that inspires. During the study time afedcollection (2010-2012) 80% of the
participants died, as of this writing, three Veterare living who patrticipated in the

study.
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Table 4-1 Demographics and lliness Characteristics

Mean Median Minimum Maximum
Participant Age (years) 92 89 75 95
Caregiver Age (years) 81 80 67 92
HF Hospitalizations (last 12 mos.) 3.6 2 1 5
(n) (%)
Participant Gender Male 15 100%
Caregiver Gender Male 1 6%
Female 14 94%

Caregiver Status

Married 10 70%

Widowed 2 12%

Living with Significant other 1 6%

Separated 0 0%

Divorced 2 12%

Single, never married 0 0%
Residence

Home 13 86%

Board and Care Facility 1 7%

Senior Independent Apartment 1 7%
Race

Caucasian 12 80%

Black/African American 2 13%

Pacific Islander 1 6%
NYHA Class/AHA Functional Class

Class lll/Stage D 5 30%

Class IV/Stage D 10 70%
War Era Served

World War 1l 12 80%

Korean 2 13%

Pre-Vietham 1 6%
Other Chronic llinesses

>5 secondary chronic illnesses 15 100%
Heart Failure Education

Home Care Education 15 100%

Telehealth monitoring/education 6 40%
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CHAPTER FIVE: DISCUSSION

This chapter discusses findings in the centragaty ofliving while dyingwhich
includes three thematic subcategoriesyaptoms: maintenance and manageunignt
biding time:meaning of place, space, time and actjvairyd c)societal influences: being
old with HF. The discussion will compare and contrast existingies with research
findings, discuss theoretical perspectives, theoitgmce and limitations of the study,
describe practice relevance and future researdgorMindings of this study are
meanings of home environment in management of symp&and the importance of
congruence of goals of care during the transitiohdspice.

Living While Dying

Three thematic subcategories emerged which catestihe main theme diing
while dying: awareness of symptoms, biding tamésocietal influencesThe concept of
living while dyingis not new; the concept has recently gained prenta in chronic
illness literature (Nicholson, Meyer, Flatley, H@m& Lowton, 2012; Sinuff,
Giacomini, Shaw, Swinton, & Cook, 2009; McWilliaWard-Griffin, Oudshoorn &
Krestick, 2008). The overall concept realignsfihais of how living continues during
the uncertainty of being near end-of-life. Thisibasocial process of living while dying
normalizes end-of-life. End-of-life for those withF may occur over several years and is
a generally accepted term for the last phasercdsh.

Prior phases of HF (living the trajectory of illis¢should provide the foundation
for the last phase of illness. Communication albtfatand its progressive nature ideally

starts at diagnosis so individuals and familiespaiepared for the last phase of iliness.
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Data suggest men associated their initial undedstgrof HF in different time frames
related to age; middle older men (age 75-84) titied an early event, while oldest older
men (age 88-94) did not put the onset of illness tione or event and some “just learned”
about the diagnosis of HF. The focus during theetin-between (beginning and end of
trajectory) is a complicated timeframe for menxpress, most likely that life did not
seem to change until symptoms imposed physicatdiions. In other words, HF
trajectory understanding only seemed to get impodan the present when disability
imposed restrictions to everyday life and beconissored by overwhelming symptoms.

Transition to home palliative care indicates HF pagyressed to advanced stages.
Older adults with advanced or serious HF have meaeditheir medical treatment; their
prognosis is poor, although predicting when endifefwill happen is uncertain. This is
one of the critical challenges of HF, while theraynbe a slow dwindling from
progressive symptoms; end-of-life is unpredictatith periods of acuity requiring
hospitalization. For men, a matter of living whilging with HF replaces the notion of
transitioning to hospice and having the opportufotyprolonging treatment when
needed.

End-of-life, for the men in this study, occurreceotime with progressive slow
decline, although 24-48% of HF patients die sudgldnk to arrhythmia or other types of
cardiac events (Ezekowitz, Kaul, Bakal, Armstronglsh & McAlister, 2009). End-of-
life becomes complicated by other chronic illnesgesiatric syndromes and perceptions
of aging. Time passes with frequent hospitalizatjoncreasing frailty and associated

limitations from a distressing symptom burden. Mo participated in this study were
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given an opportunity to discuss how they lived with and for their spouse to discuss
their role in HF management. Ultimately, the fimgs are their combined experience
living with HF near end-of-life.
Symptoms: Maintenance and M anagement

Maintenance and management are fundamental elewwiese#-care.
Maintenance is customary symptom monitoring anlbwahg medical regimens and
management reflects decisions that include sympémwmgnition and actions taken for
symptom treatment (Chriss, Sheposh, Carlson & Re2§€4). The standard for HF
self-care management is recognition of signs angpsyms (i.e. weight gain, lower
extremity swelling, and breathlessness) and premewnf HF exacerbation through diet,
exercise and medications. Compounding HF sympta@magement is the increased
complexity of illness management skills as HF beesincreasingly unpredictable and
refractory to previously successful therapies. Pemass of symptoms requires
understanding of the meaning of symptoms and thigyalo recognize and interpret
symptoms.
Symptom Recognition

Consistently, symptom recognition was a challermgeofder men with serious
HF. The confluence of symptoms during later stamjé$F with those from other chronic
illnesses made individual symptom recognition difft. Instead, symptoms converged
as an experience of expectation of older age. &ymgpbecome the fabric of their daily
lives; thus recognition and interpretation of indival symptoms is commonly not

identified.
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Men found it difficult to answer or complete MSAS-HZambowski, 2004), an
assessment scale of 32 symptoms associated withTHie. length of the assessment
scale frustrated men. This was due in part igdatand inability to remember specific
symptoms and then rank the severity. Instead, valskad their worst symptoms they
consistently stated breathlessness and fatigumb#eski, Moser, Bhat, & Ziegler (2005)
and McMillan et al., (2007) identified these same symptoms as the most frequently
identified by their older HF participants. The@guoition of the degree of breathlessness
and fatigue was less notable until these symptaasired urgent intervention.
Intolerable breathlessness was the primary imgetusn urgent emergency call.

Symptoms were most likely to be associated witlvidgtievel and men did not
report their recognition of inability to maintaimgwious levels of activity. Instead, men
instituted rest and/or increase naps, as a symptamagement method. For this reason,
delayed reporting occurred that resulted in annirgespitalization. Uncertainty and
slow onset of symptoms (duration) has been fourdtay reporting (Jurgens, 2006).

This aspect of symptom interpretation is similaHtwrowitz, Rein & Leventhal
(2004) who found patients did not link a symptonatepecific illness. Consequently,
measures to stop the symptom exacerbation procs®doccur. Further, Reigel,
Dickson, Cameron, Johnson, Bunker, Page & Worratt&? (2010) found older patients
had difficulty detecting shortness of breath a#t€&-minute walk test as compared to
shortness of breath observed by a registered nitrgga common finding among men
interviewed in the study to state they were “nairsbf breath” in spite of prominent

breathlessness at rest and with speech. Friedt®&T7) found older adults waited an
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average of three days with increasing breathlesdmefore an acute hospitalization,
leading to the conclusion that their perceptiomofeasing symptoms was not acute.

Men reported five or more comorbid conditions. @obid conditions contribute
to delays in symptom reporting and hospitalizati@isen, Normand, Wang &
Krumholz, 2011). Dickson, Buck & Riegel (2013) faumultiple comorbid conditions
interfered with self-efficacy and self-care mairgece and lowered confidence of the
older adult with self-care activities. One mamirthis study reported he had not thought
about the difference between COPD and HF symptaftes; thinking about it for a few
moments he provided his individual idea of theadiéhces. It is unlikely his idea of the
differences would provide earlier reporting, howetlgs may be a starting point in
assisting patients to recognize how each illnessritmtes to symptom burden.

The findings of this study reflect a resignationrbgn; “what will be, will be”.
The significance of symptoms is not appreciatethasymptoms became normalized. In
light of advancing age, many expressed surprisghhd lived to late age and surprised
that their lives were ending in this manner. Immaays, the act of responding to
symptoms (primarily breathlessness) had little intgoace until breathlessness could no
longer be controlled through a set of consisteat@sses of rest/naps and activity.
Many men report calling emergency services wheathlessness involved immediate
relief and was no longer controlled through regitna

All participants had received HF education throtigg palliative care
interdisciplinary team and several men monitored@pms daily with a home electronic

program. None of the men talked about callingphiéiative team to report symptoms
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prior to requiring an emergency response teamm@ehdemonstrating that symptoms
were not worrisome enough to report. ReasondhfEsd delays have been related to not
wanting to ‘bother’ the health care team (HorowRejn, & Leventhal, 2004), nor
wanting to impose on their family (Patel, Shafaza&chaufelberger & Elkman, 2007).
Delays in reporting symptoms have also been foarizktrelated to the gradual onset of
increasing symptoms such as worsening fatigue éhsrgHoke, Byrnes & Riegel, 2009).

Additionally, to conserve energy a report to théigtave care team was more
bothersome to men than waiting to see if the symptimproved. Reporting requires
cognitive assessment, talking and explaining; falVloich take energy, the very thing
they are trying to conserve. There was a repditetuation in symptoms particularly
breathlessness and fatigue resulting wa# and seapproach. Much of the time this
approach was successful for men, reinforcing thigopang behavior Wait and see
approaches have been reported as a way for petlceaverol of a variable course of
symptoms by patients (Edmonds, Rogers, Addingtolh-MaCoy, Coats & Gibbs,
2005). The interpretation from this study was thfgtracticality and a history of some
success with this approach by both men and theusgs.

Preserving energy meant setting priorities for Wwhitf= care activities would be
performed in order to complete all of their daibtigities. More importantly, the level of
symptom burden prohibited extensive self-care.céeed importance influenced
decisions for a self-care activity, for exampletomnng a nap or getting up for timed

medications. The perception of missing one meidicatose time (which included
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multiple medications) during the day was not siigaift in the context of multiple dosing
times during the day and the sheer numbers of regills.

A consistent finding was a reported frustratiohivahg with HF and the
associated disability of the illness. This studyvides examples of older men’s
ingenuity of finding ways to continue an activitifor example, when walking was no
longer a possible means of getting out of the hoaiseooter substituted for
transportation to the grocery store. Basic adtisisuch as dressing in the morning
constituted exercise, as was walking to a maillggting the degree of disability with
men in this study, the continued activities areagkable in spite of high levels of fatigue
and functional limitations. Exercise is part off s&re activities for HF and studies
frequently report older persons have difficultydaling exercise regimens (Evangelista,
Doering, Dracup, Westlake, Hamiliton & Fonarow, 2pCorvera-Tindel, Doering,
Gomez & Dracup, 2004; Tully, Morgan, Burke & McG&610).

A surprising finding was that of continued “exeecter their heart”. The
palliative team occupational therapist providedreise bands for strengthening
exercises. Men in their 90s performed exercise€gjoad” days. After observing a 94
year old man proudly demonstrate a full exercisgitsis convincing that activity levels
may be a more powerful hallmark to men than redagnof symptoms. While men
expressed frustration with having others performsatold chores for them; they
demonstrated with pride their ability to use thereise bands. Consistently, as
functional abilities declined, they demonstrateslirence in accepting other forms of

exercise.
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The challenge for these men to manage HF was so do spite of fatigue,
breathlessness, increasing frailty, and the chgdleof maintaining other activities such
as their home and social life. Priorities competth their perceived necessity of
reporting symptoms in the presence of other beiafctivities. Results from research
have identified problems with adherence to seleativities and found knowledge
deficits, cooperation and active participationeasons for low levels of adherence
(Evangelista & Shinnick, 2010). For the older Hipplation, it may not be a matter of
behavioral change as much as setting prioriti¢semmidst of competing activities each
of which may be overwhelming singularly (i.e. homaintenance, social activity, and
symptom management).

Caregiver Relationship

The family relational experience included theirgue family history, culture and
roles. Few studies have examined the role of sp@asegiving in the sociocultural
context of the home environment at end-of-life (d/@riffin, McWilliam & Oudshoorn,
2012). For these men, their spouses provided stippd means to remain at home.

Men managed their HF care needs with oversight tloir spouses; two
widowed men received support from paid caregiv&gousal oversight meant following
time consuming activities of self-care and prestoweof their husband’s role in the
family. The main approach for spouses was to suppdependence and provide as
much social activity possible. A consistent remdrtoncern over their spouse’s illness
was present; however most spouses positively viedshtheir role was to support their

spouse. The stress reported about their role veaotiworry and concern about their
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spouse. There was one exception to this resporsgmuse with a terminal illness
reported stress associated with the complexitylohtédical and personal care while
balancing care of herself. The presence of the doeing most interviews may have
influenced the results.

Support by family members results in less delagtmith symptom reporting
(Friedman, & Quinn, 2008). Results from this stuttlicate spouses did not report
symptoms sooner and supported their husbands degiassociated with delay in
seeking of care. This may be a result of a contiminaf wanting to support existing
roles and supporting decisions by men on whengortesymptoms. Clark, Freydberg,
McAllister, Tsuyuki, Armstrong & Strain (2009) fodra low level of knowledge about
HF among patients and their caregivers. This dinowledge about symptom
management was in the presence of significant dwelming HF symptoms.

Experiences of family members of cancer patienisdiathe focus of managing
and prioritizing multiple responsibilities by tharegiver lead to their feeling isolated
(Ward-Giriffin et al., 2012). While men in this diuare dealing with multiple symptoms
and decreasing function, their spouses were triigrkggep “multiple balls in the air”.

Men expressed their appreciation of their spouaes through emotional and often teary
dialogue, recognizing the sacrifice by their spguséhe men’s sense of helplessness
over rising care needs and burden to their spdnflaenced symptom management.
Thewait and watchapproach is also influenced by not wanting to bartheir spouse

with symptom reports (Rectrum, Nowels & Bekelmabl2).
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The positive nature of the spouses provided a fatioidl for maintaining lives in
the context of the home and living while dying. eificalm, within uncertainty, provided
cohesion to care. The consequences of emotioaatlyphysically supporting their
husbands were not explored.

Biding Time: Importance of Place, Space, Time and Activity

The concept of biding time implies time waiting Bamething to happen or
biding one’s time waiting for further developme(it4erriam-Websters’ Collegiate
Dictionary, 2013). In the course Ibofing while dying,older men are not simply waiting
for the next hospitalization or for death; they areating a home which accommodates
the needs of smaller space and time sequencdsef@niyironmental activities that they
continue to undertake. In spite of limited enefgygathlessness and frequent
hospitalizations, men continue to find pleasurednial environment and interaction and
continuing activities as permitted by physical liations. While not wanting to bother
family for care needs, there was significant evadeof engagement with family
including children and grandchildren.

Place, Space and Time

The meaning of place, space and time capturesttiagsin which the HF
symptom experience is occurring. It representséntimat includes physical, social, time
within an environment where everyday experienceis(Chippendale & Bear-Lehman,
2010; Roush & Cox, 2000). Itis also the locatidnvhere health care requirements are
performed around the routines of maintaining hofReceiving care at home has several

considerations that influence health: it is a “fianiplace”, it is the “center of everyday

110



Experience of Older Men witkaitt Failure

experience” and it can serve as a “protector” (Raa£ox, 2000, p. 391). Tuan (1977)
interprets space as a series of images; for thesespace and time represents the
snapshots of a lifetime of lived experience throirgmediate images of their past and
present life in a small confined space. Symbdlc@lace represents security and space
represents freedom (Tuan, 1977). Similarly, thuslg found men and their spouses
created a place of security while their decreabiregl space provided freedom to
manage time and limited activities.

Home can be a therapeutic environment which retef®notions of self, or life
story and serves to support failing bodies. Theslbgpment of home occurs over time
through reconstructions of self, biography and botlige sense of home is healing as it
provides a relationship of “feeling at home” andexiperience of “being at home”
(Gillsjo, & Schwartz-Barcott, 2011, p. 6). As sytom burden increases and influences
everyday activities, one aspect of comfort for @alctable symptoms is the relationship
with and experience of home. Time at home takearindependent rhythm, it slows
with sleep/rest and then seemingly increases firitees such as medications and meals.

The meaning of home changes again when it becdmegdace for health care.
These men received regular health care visits th@palliative care team; their home
environment reflected their health care needs tirdhe visibility of medical equipment
and medications. For several, receiving healte aahome provided a way to maintain
independence and autonomy. Wiles, Leibing, GuberiRaeve & Allen (2012) found
older adults concept of independence was formulaitheér “through family” providing

support or “from family” meaning not requiring fagsupport for care (p. 363). Home
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also means the autonomy of time management; fregedimgietermine when to eat, sleep,
dress and take medications. For several men mawiagenior apartment meant the loss
of autonomy and control of how symptoms would beagged.

The home as an environment where health careigededl re-immerged over the
last 30 years through the growth of home care, éigall and palliative/hospice
programs. Particularly for end-of-life care, horepresents an emotional relationship
where most men would like to die. These bondsammected by the psychological,
social and cultural significance that is attacteglace, space and time (Rubinstein,
1989; Dovey, 2005).

When dying occurs over years with intermittent hiadizations, it changes the
ideal natural dying process. The home is set lgttommodate immediate needs, family
needs and support coherence during a time of okt Homes may not be set up to
accommodate increasing health care professioniéd gt may influence the
arrangement and rituals of home life. Hospital@atmay not only symbolize immediate
relief of symptoms; hospitalization may be a wapteserve the men’s concept of home.
Activity

As activity becomes more difficult, actual livedase is arranged to meet the
growing demands of breathlessness and fatiguehimtiiecreasing lived space and the
rhythm of time; home represents security, a sehsenotional connection with past and
present, and a space that is thoroughly known gnoyia sense of comfort while living
with serious HF. A study of well-being and atta@mhto space identified that

“shrinking” space is not necessarily negative resgao aging (Wiles, Allen, Palmer,
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Hayman, Keeling, & Kerse, 2009). Wiles, et al.q2Pfound that older adults had strong
attachments to home and expected diminishing spasetime. Participants identified
home as a central point for living with a focusaamfort and practicality.

The frequent hospitalizations during the last memthliving with HF
immediately improved activity level upon arrivaldiaat home, such as once again
walking to the mailbox. Hospitalizations have b&aown to decrease functional ability.
Recently, Brown, Roth, Allman, Sawyer, Richie & Rogan (2009) found older adults
(mean age: 74.6 SD: 6.3) after hospitalizations wérious medical diagnosis’ including
HF did not recover life-space mobility even 2 yeafter hospitalization. The focus on
activity highlights the important perspective obsle with HF and their evaluation of
their illness through activity level.

The growing confinement to home has been assoomtbdsignificant social
isolation experienced by those with serious HF thiedt caregiver (Alred, Gott &
Garballa, 2005; Dunbar, Clark, Quinn, Gary, & Kagl@008; Imes, Dougherty, Pyper &
Sullivan, 2011). Men and their spouses identifieys to keep connected socially
through family and neighbors. While, fewer actestoccurred outside of home, there
was great effort in spite of difficult symptomsdontinue usual social activities until men
were unable to participate or, if able, bring thg\wty to their homes.

Bekelman et al. (2011) report caregivers foundntlest difficult part of living
with HF was the physical limitations often relatedncreasing symptoms of NYHA
class llI/1V participants. Men and their spousagiid many ways to continue activities

together. For one man, continuation of walks vithspouse meant walking a short way
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in the neighborhood and sitting and waiting for $psuse to finish her complete walking
route. Another spouse drove up to a river bankeschusband could continue fishing
while sitting in the car. Spouses were creativih@ways they found to support
activities outside the home. These findings arelar to Pihl, Fridlund & Martinsson
(2010) who reported spouses became the primargmpéaging initiative for activities.
However, being the primary person responsible ¢tivdy was considered stressful for
spouses (Pihl, et al. 2010).

The arrangement of the home could have uninteritemresequences. The
limited living space also decreases mobility asitbby Cress, Orini & Kinsler (2011).
Yeom, Fleury & Keller (2008) also found that oveotective caregivers may inhibit
mobility. In this study, spouses and caregiverdiooed attempts to maintain social
connections, thus promoting physical activities alowing for social support. Men’s
utilization of neighbors and friends before calladult children, many of whom did not
live nearby, emphasized the important role of proj, independence and the role of
community in protecting identities and social cartedness.

Life was not unchanging, interests and health goatginued in the midst of
protracted dying. Findings compared with Nicholddeyer, Flately, Holman &

Nowton (2012) who found frail older persons workialy to retain balance and
sustainment even in the advancement to death.olsich et al. (2012) challenge current
“cultural notions of binary modes: social or healtitdependent or dependent; living or
dying” (pg. 1432). To this end, men demonstratedtef-life does not mean giving up, it

means life can be meaningful in spite of limitaton
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Men were reluctant to continually focus on thdimeks. A frequent finding
among all the men was their desire to talk aboeit fhast and their family, reinforcing
this notion of normalizing their life without a cstant focus on HF. The act of
normalizing their environment during this last phas$ HF is likely the key component in
their ability to cope and accept their currentitess.

Societal Influences. Being Old with Heart Failure

Symptom management of serious HF in older agdliseinced by the meaning of
aging in the presence of increasing fragility aigghiicant symptom burden near end-of-
life. The timing of this study (data collectedween 2010-2011) reflects the current
challenges of cost containment for HF services (€@srfor Medicare and Medicaid
Services, 2013), the influence palliative care teatrhospitals (Green, Gardiner, Gott &
Ingleton, 2010)) and the desire of older HF pagpaaits for access to acute care when
needed. The communication between health carestdamspital, clinic & home teams)
led to inability to reach mutual goals.

While hospitalized, several men perceived they wacethey must transition to
hospice; three men recounted that they were ta@y tould not return home without
hospice. Men and their spouses report resistankbedpice care transition to be
associated with the inability to receive acute ¢hospitalizations) once accepting the
hospice care benefit. This finding is consisteithwhe findings of Metzger, Norton,
Quinn & Gramling (2013) whose HF participants ddsemt hospice as‘@eal breaker”

because of the limitations of aggressive managenfesymptoms available on hospice

(p.6).
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Hospice was interpreted as a change in focus émtén, frondiving while dying
to dying yet still aliveand was a major source of stress for older HF nidrese older
men wanted to remain at home with intermittent ftaipations for symptom
management. They ditbt want the focus of their care to be around acésibf dying
but rather activities of living.

An outsider view of older men with advanced HF raag frail, symptomatic men
with limited life and view that they should receivespice in the presence of
advancement of both age and HF. This view may ¢eedto believe transition to
hospice is the optimal level of care, although, giom control when receiving hospice
care is not always obtained. A study of hospicepidfients (n=90, mean age 85) showed
that while most symptoms could be managed througipibe, 24% of patients required
in-patient admission and 2% needed emergencycesrior symptom management
(Zambroski, 2005).

There is individualization of how men react and kvaround the “rules” of
hospice care. Some agree to hospice with the laugel that they will continue to call
emergency services, not hospice service if sympmasiot well controlled. Several men
aware of the cost of emergency services have warkeglans to get to emergency
services without calling 911. Still others conenwith hospitalizations in spite of the
increasing frequency of hospitalizations and tteweaisted financial costs. Metzger,
Norton, Quinn & Gambling (2013) found HF participamvanted the opportunity to
utilize hospitalizations for symptom relief (ded&d agune-ups)and return home

consistent with their goals of care.
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Men indicated they wanted to remain at home neasodife consistent with
other findings as home being the preferred sitgeatth (Vig, Davenport, & Pearlman,
2002; Fried, Pollack, Drickamer & Tinnetti, 1999. retrospective cohort study of a
random 20% sample of Medicare beneficiaries whd diging the years 2000, 2005 &
2009 found a decreasing proportion of all patielyiag in the hospital (Teno, et al.,
2013). The decrease in hospital deaths resulted &m increase rate of transitions at
end-of-life with shorter hospice stays and refartaland from home, hospice and acute
care (Teno et al., 2013). Itis unclear if thesitions, Teno and colleagues (2013) report
are patient preference or mandated by the systémough results from this study show
patient preference as a reason for frequent hdizaiti@ns in the last one to two years of
life.

Summary

The men in this study provided insight to the adapihs of HF that form the
reconstruction of men with HF's self and identityalder age. Living with chronic
illness forces a “shift and change” as the ilindissupts body and self through new
changes, obstacles and complications (Charmaz, 20@G). With these shifts and
changes, new constructions of self and identityinc&or older men with HF, their
identity and concept of self is measured by agtiaind as Charmaz (2006) states those
with chronic iliness use pursuits from past andgent as markers of self. Men
consistently used past activities to provide histafra younger past and yet rudiments of
this active past remained in present through atiaptto other forms of activity. For

example, one man who was a professional athlebgr@ssively adapted exercise from
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the use of exercise equipment in the home, to tiaesocooter for trips outside his home,
to use of a walker and now walking alternating witheelchair loaded with oxygen. So
his awareness of transition to older age is astmtiaith activity.

The concept of self can only exist with interactwith others; this
intersubjectivity is created through action andrelaneanings (Prus, 1996). The
spouses of men provide an important role in maimgithe man’s self, biography and
body through the maintenance of place. The sehisiemtity can diminish when others
impose their own set of attributes associated eiith-stage HF for example the
experience with hospital palliative care teamsusThome and sense of place provide a
refuge from shifting changes of illness and otlpenspective.

Death is anticipated by these older men, howeverdhong is expected to occur
has changed in the presence of HF. For thoseseribus HF, dying may occur over
years and requires an intact identity and continoaif social life. Dying trajectories
have different societal consequences and trandiidime dying role changes concepts of
identity (Seale, 1998). Hospice is socially comstied offers “resistance to a social death
of institutionalization” and provides a “revivalisanscript” for a good death (Seale,
1998, p.7). When the death event is predictabléhe case of those dying from cancer,
hospice provides a sense of community and suppothé last shift of self, that of a
dying person (Seale, 1995). Seen from this petiqged is understandable that men
resist hospice (who atiwing while dying and it is understandable that health care
professionals see hospice as a supportive opticinése men whom they view dging

but still alive
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The experience of these men is one of inner sthemgtesilience. In spite of
challenges of managing competing illnesses, tlsisaeh provides insight into the
processes of men in relation to their environmdrttese sources of self (strength) are of
interest in understanding person-environment ictera and coping resources as persons
adapt to adversity (Wild, Wiles & Allen, 2013).

Study Significance

The findings provide a privileged look at the bvaf men with HF near end-of-
life. This study provides additional insight irddficulties of symptom recognition and
management in the presence of high symptom bureanend-of-life. The study also
highlights the difficulty of transitions of carethesen palliative, acute and hospice care
with those near end-of-life.

This study provides further evidence of how old&riHen manage during this
time at end-of-life with high symptom burden. Saglin the past decade have described
the HF symptom experience through the perspecfiseerwhelming symptom burden
and social isolation (Gott, Barnes, Parker, Pa@aiballa & Small, 2006; Luttik,
Jaarsma, Moser, Sanderman, & vanVeldhuisen, 200&) present study confirms these
findings, however this study’s findings extend kiedge by identifying that men’s
wishes for symptom control are high. Older men daajthe hospital for uncontrolled
symptoms after attempting to self-manage symptdmmigh rest and waiting to see,
albeit accessing this level of care with what Healire professionals would call

significant delay.
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Their decisions to manage symptoms prior to habp#tion include developing
a home environment that supports their abilitied provides energy conservation. This
contrasts with the purely clinical approach to sygnpmanagement and emphasizes
symptom management is multifactorial. Reinke, Wmadris, Moss & Au (2013) found
similar priorities in Veterans with chronic obsttive pulmonary disease.

HF in later stages requires both acute and paliatpproaches to prevent
frequent hospitalizations. The fear of losing thysion resulted in resistance to hospice
transition. From the perspective of men and theauses the choice of comfort and
relief of symptoms at the hospital was determind@nvstaying at home with unrelieved
symptoms was intolerable. The unknown of remaiminigome with unrelieved
symptoms made this either/or decision impossiblaaie when experiencing
overwhelming symptoms such as breathlessness.

Older men lives are arranged to meet the needatotain independence and to
remain at home. This is their center point, areship accommodate their increasing
limitations. Their preference is to remain at hahend-of-life with acute interventions
(hospitalization) to alleviate increasing symptaxaeerbations, and once again feel
better for a period of time. This contradicts efi@ur societal implications of a good
death at home without the intrusions of the teciiniorld of the hospital. Here we see a
convergence of priorities between reduction of Itafpation, cost of hospitalizations
and older persons need to gain relief of symptomasnaaintain control over location of

life, which involves continued care, and death.
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Older persons should not only be able to “live vegkn until death”; they should
be able to “choose or refuse certain treatmentslardpies that may improve their lives
and ultimately their deaths” (McNamara, 2004, 2)93Decisions for care should not be
whether to accept hospice or continue to utilizeltbspital for acute treatment of
symptoms. Hospice care is associated with lowspit@lizations and intensive care use
although the costs associated with hospice arkeastthan the costs associated with
hospitalizations (Blecker, Anderson, Herbert, W&nBrancati, 2011). Cost reduction
for HF will come when hospice care extends the &rdf home and hospital (Jennings,
Ryndes, D’Onofrio & Bailey, 2003). Dobratz (20G8ports on a pilot project in which a
model of care provided both life extending and supye or palliative services,
specifically the model provides both “aggressivfe;prolonging treatment and hospice
care in the home setting” (p.123). HF with its ernain illness trajectory would benefit
from this expansive model of end-of-life care wheatients continue to have options for
what is considered life-prolonging care.

Study Limitations

The study sample size was small with follow up viavs limited because of
illness burden, frequent hospitalizations and deHtle results are similar to other studies
inclusive of older adults with HF. Inclusion bielr caregiver’s perspective without the
participant being present did not occur regulasfien interviews took place in both of
their presence and information was obtained joiniljpe participant group was
comparatively homogeneous; all were male Vetenaith,little variation by race. All

men received care from the same palliative cam &ad lived in the same geographical
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region. Men had a wide variation with number cdngeof education from fourth grade to
graduate education. These factors may limit gdizateon beyond study findings.
Practice Relevance

Palliative care principles assimilate both acute lanspice principles of care that
can be provided simultaneously. As seen in thidysttransitions of care between home,
hospital and hospice occur with unnecessary steuggken care does not include the
goals and views of those most impacted by HF. s $tudy illustrates the further need
for education about end-of-life occurring in thef@environment.

Education should incorporate the values and ritobtee home environment.
Additionally, education needs to take into accdatetsymptom burden level and abilities
of the older adult and family to monitor all thergaeters of HF. For some older adults
management may be as simple as reporting charagioity levels. Older adults are
interested in exercise, although it needs to ber& to activities that can be performed
in the home environment.

Palliative care teams are aware of dying trajeesoof non-cancer and cancer
patients. Chronic illness (nhon-cancer) dying ttdes have similarities between each
illness; however recognition of the differencegath iliness trajectory would enable
teams to provide illness specific information tepgare for end-of-life. Additionally,
patients should be aware that palliative and/oploescare does not mean care.

Teams need to reinforce what palliative and hosparedo in terms of symptom

management.
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Lastly, all team members require specialized edoicdbr symptom management
and the principles of palliative care. This in@sdHF competency training and
individual assessments of abilities in the fielche goals of care need to center on how to
live well.

Implicationsfor Future Research

There is recognition at the national health cavels that hospice today does not
work well with many non-cancer diagnoses (Casa2étt]l). Congress has approved a
three year Medicare plan to test concurrent payrwerioth hospice and acute care at 15
sites throughout United States (Center for Medieaue Medicaid Services, 2013).
Previous work by Aetna with private insurance Ha®sa liberalization of the hospice
benefit does not increase costs and in some iretsaeduces costs of care (Center for
Medicare and Medicaid Services, 2013). In contrBsiho et.al (2013) indicates longer
hospice length of stays may be more costly thateazare. Further research and or
demonstration projects to determine how best tgigeoconcurrent care is needed.
Importantly, demonstration projects should be basethe “meanings, interpretations,
and experiences of the person they intend to s€Berizin, 2001).

The home environment and implications for enddefdare have not been well-
studied (Ward-Griffin, McWilliam & Oudshoorn, 2012)nless health care
professionals have visited the homes of their ptgjehe home environment and its
relationship to management of care is an unknoResearch is needed that furthers the
concept of home, and end-of-life care includingriglational relationships of family

providing care in the home.
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The activity of monitoring symptoms has significanpact on the caregiver’s
ability to adapt to environmental changes, sosialation, and increasing functional
decline of the aging patient. Studies are neelaetxtend our knowledge of symptom
monitoring between patient and caregiver to impn@asgnition of illness exacerbation
with the goal of reduction of hospitalizations. myaof our HF programs focus on one
aspect of HF care such as symptom monitoring thHraelghealth or patient report, few
programs offer a multifactorial approach recogriZine evolving importance of specific
caregiver support.

Further programmatic studies that develop speriferventions for caregivers
are needed to explore how caregiving support mayately reduce hospitalizations
through early recognition of symptoms. Caregivarpatients with NYHA class IlI-IV
should be a focus of intervention studies thatriporate caregiver support, ongoing
education and identifies additional support i.enkdelephone support groups for
caregivers as illness progresses.

Conclusions

This study demonstrates the symptom experienciése with advanced HF is
complex and can be overwhelming in the presenegiofy. Symptom reporting for
older adults living in the community is delayed ampbears to result in increasing
hospitalizations near end-of-life. This study pd®s understanding of how older HF
men preserve their lives and thus their identitptigh arrangement of their environment
to support remaining independent and at home. €Tisea need for better understanding

of home and how older adults and their caregiveasage near end-of —life.
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Appendix A
Interview Guide

This study will include the following collectiorrategies: a) participant-
observation and b) semi-structured interviews. ifikerview will begin with historical
guestions to understand what the diagnosis of ahilhmess has meant to the patient and
lead to the patient’s current experience of symgtarhile on the palliative care program.
The semi-structured protocol will be divided inke tfollowing subsections: a) history of
living and managing with a chronic illness, b) s#ion to palliative or supportive care,
c) experience of symptoms.
| ntroduction:

The interview will begin with an introduction todltontent of the interview:
“Thank you for agreeing to talk to me about youroetic illness and palliative care. The
purpose of the interview is to learn more about Ipavents experience chronic illness
and symptoms. | would like to begin with askingesgions about your chronic illness
and then discuss your current perceptions of ybrorac illness and symptom
management. | believe the interview may last aur hbyou need to stop at any time
please let me know”.

| nterview Questions:

History of living and managing with a chronicillness:

e Can you tell me when you first noticed or were tpdal had a chronic illness?
What were you told about the chronic illness (statieial illness)? Did this change your
feeling about your life? (probe for How chronimdss has changed your life, future

plans, your family?).
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Transition to palliative or supportive care

¢ What happened to you to bring about the shift {bgbee or supportive care?
Tell me about that process? (probe for insidioee@ss or some specific event? When
did it happen, where were you at the time (i.e. @oimthe hospital).

e Did you have a sense you needed palliative ca®dgbu were told? What
difference has palliative care service made to yauly life? In your spouse’s life?

e How was the decision to move you to palliative cammunicated to you? What
was said? Who was involved in the decision to nihleeshift?

Experience of symptoms:

e What symptoms are you currently experiencing? mellabout them: (probe for
what are they like? When do they occur, how oftenwy do they make you feel?) Tell
me how you manage your symptoms? (probe for Whgodalo? Who helps? How?
When? How often?)

e Tell me more about your experience with breathlessd How has this symptom
affected your life? (probe for any difference frother symptoms, What do you do?
Who helps? How? When? How often? How is it desdfé/hat helps?)

e Do you talk to anyone about managing your symptorfs@be for Who? What
do you say to them? What do they say to you? Whyou talk to this person? Do you
always talk to this person? Why?)

e What difference has it made? What interventionskvbest?

e How do symptoms affect your family? (probe formpes in family roles, time

spent with elder)
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Appendix B
THE SHORT PORTABLE MENTAL HEALTH QUESTIONNAIRE (SPMHQ)
1. What are the date, month, and year?

2. What is the day of the week?

3. What is the name of this place?

4. What is your phone number?

5. How old are you?

6. When were your born?

7. Who is the current president?

8. Who was the president before him?
9. What is your mother’s maiden name?

10. Count backward from 20 by 3’s
Scoring:

0-2 errors: normal mental functioning
3-4 errors: mild cognitive impairment

5-7 errors: moderate cognitive impairment
8 or more errors: severe cognitive impairment

*One more error is allowed in the scoring if a @attihas a grade school education or less.
*One less error is allowed if the patient has hdutation beyond the high school level.
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