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Abstract

Dr. Kelli Stajduhar, School of Nursing, Facultyléfiman Development
Supervisor

Dr. Anne Bruce, School of Nursing, Faculty of Huni2evelopment
Co-Supervisor

Community health care aides form the largest gafupome health care providers in
Canada. There is an increasing trend in Canadartssymore home deaths. Home Care
and the health care aides that provide this ca&ramintegral component of this
movement. An Interpretive Descriptive study wadentaken to identify community
health care aides’ experiences of support as thmydge end-of-life care to those dying at
home. Three themes emerged from the data: 1)iigjrie provide the best care, 2)
Connections, and 3) Loss. Findings suggest thatioaships form an important part of
the health care aides work and are intertwineduginout all the themes identified in this
study. Health care aides in the community ofteh émdervalued and unsupported by the
larger health care team. Comparatively little resteéas been undertaken to examine the
unique experiences of the community health caresgioviding end-of life care,
compared to research on the health care aidesdumngwend-of-life care in the long-term
care setting and to research on nurses provididepétife care in the community.
Community health care aides have unique challeagdsharacteristics and this study

was undertaken to address this gap.
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Chapter 1

Palliative care is a rewarding but emotionally dediag field of health care that
requires a team approach, not only for the bepétite patients who are cared for, but
also for the well being of all the team membersn@an Hospice Palliative Care
Association, 2013). As a community palliative cawese, | had the opportunity and
privilege to provide care to patients in their olomes at end-of-life. | was fortunate to
be a part of a highly supportive palliative car@nte | knew that if | ran into any
difficulty, help was only a phone call away. Agraup, we met bi-weekly to discuss
concerns about clients, to talk about difficuluaiions, and to debrief about deaths that
had affected us. In attendance were palliativesjgigns, clinical nurse specialists,
program managers, community nurses, case managerpsychosocial specialists.
Absent from these team meetings were the healthaides who | would see in the
homes of my patients. In the homes, some of th#éleare aides seemed eager to know
what | was doing and asked questions about thetdieondition and care, which |
gladly answered. Other times, the health care r@tteated to another room while | was
present and did not seem to want to engage witlfSm@e health care aides seemed quite
comfortable with the care required of them whilbers appeared almost afraid to be in
the home. | knew how much support | received frompalliative team and | wondered
where the health care aides got their supportedimey were not included in the activities
from which | received so much benefit. As a nutdeew there could be and should be
much more of a collaborative practice between #adth care aides and nurses. |
wondered what the health care aides would sayppative and necessary to be able to

do their jobs well and to the best of their ability
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In this chapter | will briefly discuss current asfseof home care, place of care

and preferred place of death and some of the clggkestaff face providing care to the
dying in the community setting. | will also discukg statement of the problem, the
purpose of my study, some definitions of terms usdtle study, assumptions | hold and

the potential significance of this work.

Background

The demand for home care support in general i®asing due to a number of
factors and home care is the fastest growing segaidrealth care in Canada (Romanow
2002). ltis anticipated that by the year 2046réhmay be an additional 700,000 people
in Canada requiring home care. This is almost dotli# number of people currently
requiring assistance at home (Home Care AssociatidrHuman Resources
Development Canada, December 2003). The majdriBaoadian family caregivers for
all patients at home are less than 50 years oldaendtill working in some capacity
(Home Care Association and Human Resources Deveop@anada, October 2003).

At the other end of the spectrum, 24% of caregif@rshe elderly are over the age of 65
and seniors themselves (Statistics Canada, 2008).

While many people want to stay home to die manypjeaho choose home as a
preferred place of death are not dying at home (&gal., 2008; Brazil, Howell, Bedard,
Krueger, & Heidebrecht, 2005). In fact, in 201ZJanada, over 60% of deaths still
occurred in hospitals (Statistics Canada, 2015)véde@r, statistics indicate that this is
changing and there is a slowly developing tren@Gamada towards decreased hospital
deaths and increased deaths in non-hospital sgtivtgch includes home and personal

care homes (Statistics Canada, 2015; Wilson e2@09).



Deaths at home are associated with the use of lcaneeservices, especially
advanced home care which includes interdisciplineayns. It has been suggested that
the availability of home care services is a sigaifit factor in helping patients to die at
home when that was their preferred location of d€@bmes & Higginson, 2006;
Grande, Addington-Hall, & Todd, 1998, Guerrierakt2015; and Murray, Fiset, Young
& Kryworachko, 2009). Seow, Barbera, Howell, angl 2010) found that among
patients receiving end-of-life care at home, uskeaflth care aide assistance increased
slowly but steadily over the weeks leading up tatbevith a sharp increase in use in the
last month of life. Other researchers have reddtat the presence of home care
services eased the burden of everyday living aacased patients’ quality of life (Aoun,
O’Connor, Skett, Deas, & Smith, 2012; Soodeen, Gngg& Bond, 2007). Regardless
of where place of care and place of death occhigstbeen suggested that it is the patient
and family’s experience of the care provided tlest & greater influence on the
satisfaction of the end-of-life experience thandbtual place of end-of-life care (Murray
et al., 2009). This means that any care proviceghrdless of setting, needs to be of the
highest quality to affect outcomes in patient $atison.

The subcommittee to update “Of Life and Death” raoeended that the Canada
Health Act should be amended to establish fundimdndéme care for the dying
(Carstairs, 2000). The Pan-Canadian Gold starfdaf@alliative Home Care includes
access to personal care around the clock as nesdstessential component of end-of-
life care (Canadian Hospice Palliative Care Asgamia2006). The World Health
Organization has advised that home-based caredassamtial component of a nation’s

ability, regardless of resources available, to gleyood quality care to the dying
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(Sepulveda, Marlin, Yoshida, & Ulrich, 2002). Himatare aides have been identified as

vital to this shift to home based care (Canadiaggite Palliative Care Association,

2006).

Statement of the Problem

Health care aides form the largest group of honadtiheare providers yet little is
known about the needs of health care aides workitign the setting of providing care
to patients living at home at end-of-life (Home €#&ssociation and Human Resources
Development Canada, December 2003). Currentifharsetting in which this study took
place, there is little contact between the fornaligtive care team and the health care
aides working in the homes of people receivingigtale care. Palliative care in many
settings is provided for by a strong team appraaxtsisting of multiple disciplines. The
health care aides, as identified earlier, area p#rt of this team, yet historically, health
care aides working in the home setting have idextifieelings of isolation and of being
left out of client care planning (Fleming & Tayl@Q06; Home Care Association and
Human Resources Development Canada, October 2003).

Researchers have focused primarily on the needsxgretiences of registered
nurses. In the literature, researchers identiiged for nurses working in palliative care
to be attuned to the psychosocial and emotionabdesplaced on them as a
consequence of their work. Personal developmelftcae, peer support, and strong
coping strategies are some supports identifiedssasrial to a nurse working in palliative
care (Petersen et al., 2010). One would assuméd¢iadth care aides working in
palliative care require similar support becausthefsimilar emotional demands placed

on all caregivers working in end-of-life situations



Purpose of the Study

This research aims to address the gaps in thenturoely of research related to
the experiences of health care aides providing toapeople at end-of-life living in their
own homes and will attempt to identify new undardiags of the experience of health
care aides that will inform the development of supgystems for this group of health
care providers. The research question that | asktds study is “What is the experience
of support as identified by health care aides mliog in-home care to patients at end-of-

life?”

Definition of Terms

Health Care Aide

For the purposes of this study, a health careiaidefined as an unlicensed health
care provider who provides help with personal &aste. Names for those who work as
health care aides vary according to location botescommon names for these health
care providers are: Personal Care Attendant, ParSupport Aide, Home Care
Attendant, Home Health Aide, Home Care Aide, Horap@rt Worker, and Personal
Support worker (Canadian Hospice Palliative Carso&mtion, 2006). Regardless of
name, a health care aide is a health care prowberassists or provides care that the
patients would do for themselves if they were @bland provides respite for families.
Care most often includes homemaking and persomal(geooming, bathing, and
dressing as examples) (Home Care Association amiaHResources Development

Canada, October 2003)



Support

When | refer to support, | am referring to practieeailable to ensure that one is
able to perform one’s work to the ideal concepaaion of that work. It could include
emotional support to balance the demands placesherirom providing care. It can
include education to be able to perform in an imfed way. It can also include

organizational practices that ensure the physafelg of each care provider.

Palliative Care

In this study, | use the World Health Organizat®o(2013) definition of palliative
care that states:

Palliative care is an approach that improves tradigyuof life of patients and their

families facing the problem associated with lifeetitening iliness, through the

prevention and relief of suffering by means of gatentification and impeccable

assessment and treatment of pain and other proppdysical, psychosocial and

spiritual.

Assumptions

The first assumption that | approached this stuily i8 that health care aides feel
a sense of commitment and pride in their work. ©#ssumptions, based on a critical
review of the literature, are that health care @pi®viding palliative care to patients at
home can feel isolated in their work and can exgmee a lack of formal supports. This
support may include the need for additional edocaii training in palliative care,
emotional support, and recognition of the valuéhefr work. | make the assumption that

it is possible to gain an understanding of thethezdre aides’ experiences providing



palliative care in the community setting througle @a one interviews and that their

experience is a valid source of knowledge.

Potential Significance

An anticipated outcome of this research is thaktimvledge generated will be
used to develop ways that nursing and the largertemam might provide support to these
health care providers as well as to better integi@s group into the larger care team for
more collaborative practice.

The benefits of this study are that the knowledgieed from this study will
contribute to the existing body of knowledge aluedlth care aides in general and will
help to inform the development of support systeondte group of health care aides
providing palliative care in the home setting. tdaion, the knowledge gained will help
support inter-professional collaborative practicgalliative care. Additionally, the
study will help palliative practitioners to undenst the nature of the work that health

care aides provide in the home of dying patients.



Chapter 2 — Literature Review

A review of the literature is required prior to tbemmencement of any study to
identify what is already known about the topic amdadentify what gaps exist in order to
support the reason for the study. In this chaptah discuss the existing body of
literature pertaining to health care aides andaHde. | will look at what the literature
tells us about the following: health care aidegeneral, the nature of the work of
community health care aides, community health aates and end-of-life, health care
aides working in long-term care and their expemsnelated to end-of-life. Following
this discussion, | will identify some issues comntoimealth care aides in all settings,
followed by a discussion of what the literaturessalpout support related to health care
aides in community. My discussion of this literatweview will end with a look at gaps

in the body of research and why this particuladgtis important.

Health Care Aides in General

Findings in multiple studies revealed that heattreaides have a sense of pride
in doing their work well and often enter into thenk because of a strong desire to care
and to help. These results were found both in-kengp care (Bailey, Scales, Lloyd,
Schneider, & Jones, 2015; Carpenter & Thompson8Ra0d in the community setting
(Denham, Meyer, Rathburn, Toborg, & Thornton, 20@d&ars & Watson, 2008; Sims-
Gould, Byrne, Craven, Martin-Matthews, & Keefe, Q0$tacey, 2005). As Pfefferle and
Weinberg (2008) and Carpenter and Thompson (208@3dnhealth care aides in their
studies reported being “called” to this work. n8ostudies found that health care aides

in both long-term care settings and home settingemenced feelings of frustration and



guilt when circumstances prevented them from bablg to provide the best care
possible to their patients (Funk, Waskiewich, & @har, 2013; Beck, Térnquist,

Bronstrom, Edberg, 2012).

Health Care Aides in the Community

A study by the Canadian Home Care Association amthdh Resources
Development Canada (December 2003) reported teait6®% of all home health care
providers (from a total group consisting of registenurses, licensed practical nurses,
occupational therapists, physiotherapists, anchbomrkers) are health care aides. These
health care aides are predominantly female (91-%#%)older (45% are over the age of
50 and only 21% are less than 40 years of age)h&hakh care aides in that study also
tended to come to this work later in life, with tim@jority entering the field in their
thirties and forties. The number of health cadeaiwho self-reported as being a visible
minority (5-14%) matched the number of visible mities (13%) reported by the
nearest Canadian census data, which was 1996.

Work in community is isolating (Home Care Asso@atand Human Resources
Development Canada, October 2003; Mahmood & Mavtaithews, 2008; McBride,
Beer, Mitzner, & Rogers, 2011). The isolation of thork was described as both a
benefit and a weakness of home care work. Theshemaironment allowed for
independence, autonomy, and challenging work, Hrmutdolation could leave workers
feeling stressed and vulnerable.

The Home Care Association and Human Resources §aweint Canada
(December 2003) found that health care aides regadlnie following three most frequent

difficulties providing care in the home: 1) unsamthome conditions, 2) lack of
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cooperation with care by the clients, and 3) vedtalse from either the patient or their

informal /family caregiver. Sherman et al. (2008)arted that up to 26% of the health
care aides they studied had experienced some fop@rceived threat to their safety.
Other researchers looking at health care aiddseicdémmunity have identified
the following challenges that health care aidesilgty face: inadequate time to provide
appropriate care (Brown & Korczynski, 2015; Cloutiet al., 2006; Doniol-Shaw &
Lada, 2011; Fleming & Taylor, 2006; Martin-Matthe&<Sims-Gould, 2008; Nugent,
2007), unsafe or unsanitary environmental expoqi#ksrman et al., 2008), inadequate
information about clients (King, Parsons, & Robins2012), inadequate communication
with supervisors and other care providers (McBgatal., 2011), lack of training (Home
Care Association and Human Resources Developmeradaa October 2003),
challenging families (McBride et al., 2011), pra®sto do extra tasks (Aronson &
Neysmith, 1996; Piercy, 2000; Stacey, 2005), atel ambiguity (Berta, Laporte, Deber,
Baumann, & Gamble, 2013; Fleming & Taylor, 2006;Hvteod & Martin-Matthews,
2008; Martin-Matthews, 2007). In the next sectidngill discuss the following
challenges in more detail: inadequate time, infdram sharing (communication), role

ambiguity, and pressure to do extra tasks.

Inadequate time

Several studies looked at the effects of the tieribme care, starting in the
1990s, towards fragmentation of care done by tladttheare aides, whereby tasks are
assigned a standard allotment of time, with litleno time built in for transitions
between tasks or for emotional/social care. This@ded with the workload of the

health care aide changing to increased numbersité per day with decreased times per
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visit (Aronson & Neysmith, 1996; Cloutier et alQ@6; Denton, Zeytinoglu, Davies, &

Lian, 2002; Doniol-Shaw & Lada, 2011; Nugent, 208i#ns-Gould & Martin-Matthews,
2010). Fleming and Taylor (2006) reported in ashistudy of home health care aides
that 60% of health care aides reported ‘sometime®weer’ having enough time to carry
out the necessary work and 47% reported that thieimts ‘always or usually’ needed
more time than was allotted. Compressed time a#atsihad the result of causing
tension and moral distress for the health caresdig@eause they still were striving to
provide personalized care and care that theyHelperson required (Brazil, Kassalainen,
Ploeg, & Marshall, 2010; Brown & Korczynski, 2015ims-Gould & Martin-Matthews,
2010). Hasson and Arnetz (2006) reported that hoane staff (RNs, LPNs, and health
care aides) indicated that the most emotionalBnstous part of their work was the lack
of time to complete their work.

In a study by Doniol-Shaw and Lada (2011) time t@msts left health care aides
in France with the dilemma of either working withire allotted time and potentially
providing haphazard care or taking the time andimareasingly behind. This
compression of time sometimes resulted in healté amles working through their breaks
to get their work done (Aronson & Neysmith, 199@&rbl-Shaw & Lada, 2011).

Other effects of time constraints on home headtle @ides included increased
fatigue, increased risk of injury, increased jobsdtisfaction, and decreased morale
(Brown & Korczynski, 2015; Cloutier et al., 2006pDiol-Shaw & Lada, 2011). Health
care aides in Cloutier et al.’s study were conagadmout being able to complete their

expected working life without injury and whetheeyhhad the stamina to last.
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Many of the existing studies identified that wiktietincreased time constraints,

health care aides’ ability to provide emotionalectr their clients was compromised
(Aronson & Neysmith, 1996; Brown & Korczynski, 2QXGloutier et al., 2006; Denton
et al., 2002; Doniol-Shaw & Lada, 2011). When tippened, they were left feeling
frustrated that they had not provided the best @emton et al., 2002; Doniol-Shaw &
Lada, 2011).

In the literature, the effects of time constraimsthe clients was decreased
satisfaction with care from a feeling a being rusfferom, Johansson, & Athlin, 2008).
Doniol-Shaw and Lada (2011) reported that health e&des found themselves providing
carefor the client, rather than helping the client to ke tare themselves which would
facilitate the client’s independence. Elderly coomity dwellers in Sweden reported that
good care was associated with caregivers who Hédisat time both in length of time
of the total relationship and in the ability to sdeadditional time when unexpected
events occurred that required immediate problemirsgpl This led to a feeling of
security in this group of the elderly. Bad caresvaasociated with caregivers who had to
carry out many tasks in a short time and wheniogahips were not allowed to develop

as when there were multiple caregivers in a shenibd of time (From et al., 2008).

Information sharing

The literature shows that there are challenges witlhrmation sharing for the
health care aides that occur in two directiongstFhealth care aides are not always
given enough information to provide safe care. tMavliatthews (2007) found the safety
of the health care aides was sometimes compromiked their employer didn't give

them enough information about the home. King, Fegsmd Robinson (2012) noted that
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lack of information for health care aides was somes lacking because of time

constraints experienced by case managers or adratois. Eloranta, Welch, Arve, and
Routasalo (2010) found that even in a system wae&alaborative approach to care
between home health care aides, nurses and g@mnacttioners was in place, a
hierarchical structure for information sharing éxiswith information flowing from the
bottom-up (from aide to nurse to physician) witlyvitle actual collaboration on care
planning occurring.

The other direction where information sharing ialidnging occurs when health
care aides do not feel heard or feel that theim#tedge of the clients is not valued. Home
health care aides feel that because of the exteimdedhat they spend with the clients
and because of the close relationships that dey#lep are in the best position to
recognize changes in clients’ condition but whesséhchanges are reported, they are
either ignored or not acted upon in a timely mar{penham et al., 2006; Fleming &

Taylor, 2006; Nugent, 2007).

Role ambiguity

The nature of the health care aide’s role is chaqugiith increased amounts of
delegated tasks formerly done exclusively by ngré@outier et al. 2006). Fleming and
Taylor (2006) noted that unclear role boundariesedhe health care aides stress.

Health care aides are told by their employers &pkeithin the formal limits of
tasks but in a Canadian study by Berta, LaportbeDeBaumann, and Gamble (2013),
industry experts who were high-level managers wittome care described how the
health care aide role was expanding exponentialliyaiten employers were pleased

when staff exhibited “extra-role ” behaviours sashemotional support and other
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behaviours, such as taking home a client’s laurttigt, went beyond the prescribed tasks.

Yet, there was a concern that care aides sometireesbeyond their role boundaries and
that when health care aides are emotionally atthtielients, it is difficult to distinguish
between role, extra-role, and ‘excessive’ extra-t@haviours.

The home as a place of care increases the rolgaitybihat the health care aide
experiences. This aspect of role ambiguity wilfln¢her addresses in the section on

relational work.

Extra Tasks

Many studies reported that home health care aiddermqmed tasks beyond which
they were assigned to do because in the eyes bkilth care aide, the care plan was
inadequate to meet the needs of the client, oemrasult of cutbacks (Doniol-Shaw &
Lada, 2011; Sims-Gould & Martin-Matthews, 2010).

In the literature, doing extra was often associatgld the presence of stronger
relationships between health care aide and clBmwn & Korczynski, 2015; Mahmood
& Martin-Matthews, 2008; Mears & Watson, 2008; Bjer2000; and Sims-Gould &
Martin-Matthews, 2010) or when there were clientewived alone and had no other
family supports (Piercy, 2000). Aronson and Neybr(ll996) proposed that extra tasks
were often not done voluntarily but rather out aharal obligation to either provide
good care or else being in too weak a positiorajor® to a family request. Health care
aides in that study saw themselves as a “lasttfdsorthe clients and felt ultimate
responsibility for the well being of the clientscBride, Beer, Mitzner, and Rogers
(2011) reported that health care aides were ofternpan awkward position when

families requested extra services from them becausmes the health care aide was not
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qualified to do the task and other times the taskiested was not in the best interest of

the client. Health care aides were put in a pakoonflict with the families depending
on their employment arrangements.

There was evidence in the literature that cargrewts appreciated the extras that
health care aides did for them. Doing extras ve@s fs a sign of trustworthiness
(Soodeen et al., 2007), a sign of good care (Frioah,e2008), and benefitted families
who were assured that their family member was egtd for and safe (Aronson &
Neysmith, 1996). Mears and Watson (2008) fountltbene health care aides
considered ‘extras’ to be little things that helpleem to do their job well and made a

difference to their clients.

Relational work

The relational work of health care aides is fourmtet! for many, is the reason
that they became health care aides, and is a sotijgk satisfaction (Brown &
Korczynski, 2015; Denton et al., 2006; King et 2D12; Mears & Watson, 2008; Piercy,
2008; Sims-Gould et al., 2010; Stacey, 2005). Relahips and trust are necessary in
order to provide the personal, intimate care thatften required (Mears & Watson, 2008;
Piercy, 2000). Soodeen et al. (2007) noted thsitipe relationships between health care
aides and recipients fostered a sense of indepeadenhe care recipients, as health care
aides were better able to encourage clients thidgs for themselves. Soodeen et al.
(2007) also reported that home care clients felt their health care aides were “like a
security blanket” and having someone in the honhedaethem to remain independent in
their homes longer. Other studies reported thatehoane clients benefitted from the

ongoing social contact provided by having a heedite aide come to the home (Aoun et
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al., 2012; Binder et al., 2009; Piercy, 2005; SiBwmild & Martin-Matthews, 2010;

Soodeen et al., 2007).

When clients had a relationship of trust with tlealth care aides and felt cared
for, not only were their families able to attendheir own needs because they knew their
loved ones were in safe hands (Lovatt et al., 20cPherson et al., 2014), their
satisfaction with care increased (From et al., 2@#®deen et al., 2007).

The relationship between health care aide andreargient was often described
as one of mutual benefit as both parties drew vaheedignity from the relationship
(Stacey, 2005). Piercy (2000) found that home heate aides gained a sense of
meaning from their work when it involved relatiofhand emotional care. In addition,
Piercy found that status and power differentialsenainimized when relationships
developed, leaving both parties feeling empowessldiag as boundaries were mutually
set and respected.

Another aspect of relational work involved the eloslationships that can arise
between the care provider and care recipient. Meeayth care aides working in the
community described their clients as either friendike family (Martin-Matthews, 2007;
Mears & Watson, 2008; Piercy, 2005; Stacey, 2005¢rcy (2005) found that health
care aides used different language with differéients, ranging from “friendly” to
“friendship” and finally to “like family”. She notéthat health care aides and care
recipients were most likely to use the languag#ike family” about 39% of the time
and often when a client really didn’t have anyolse & their life to care for them. In
these types of relationships, there was a high Eveommitment by the home health

care aide to the client’s well being.
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The home as a place of care strongly impacts tadarships that develop

between home health care aides and their cligvitdtiple researchers have described
how the home as a site of care is both at oncébicpuorkplace and a private space with
often blurred boundaries between formal serviceigeys and informal care givers, and
between paid and unpaid work (Aronson & Neysmif98, Martin-Matthews, 2007,
Sims-Gould & Martin-Matthews, 2010). As Englandiddyck (2011) pointed out,

during the normal course of their required workmiechealth aides and registered nurses
provide work that “transgresses the boundaries@fmal’ social interactions both in
relation to bodily boundaries and in the use oivate homespaces™(p.211). This
already tenuous boundary between public/privateespad formal, paid caregiver and
informal, unpaid caregiver is further blurred whealth care aides do extra tasks or stay
beyond the designated time as discussed earlthisichapter, leading them further into
the private realm of family/friend (Mahmood & MartMatthews, 2008).

Mears and Watson (2008) noted that their emplog®es health care aides
contradictory messages. They are employed bechageare, yet are cautioned to “not
care too much”, told to be flexible and use owmiative, but “not too much”, and to
form good relationships with their clients and mspheir wishes, “but don’t let them get
too dependent”. Several studies described stest@ged by some home health care
aides to keep clients at a safe emotional distdnden all of the studies, it was found
that maintaining an emotionally safe distance wHgdlt to achieve (Mears & Watson,
2008; Piercy, 2005; Sims-Gould & Martin-Matthew61P).

In summary, the community health care aide’s wdeki$ changing. There is an

increased movement towards making do with lestaithe health care aides find
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themselves seeing more clients per day with deedetasie to provide the care. One

outcome of this change is that the health caresaade losing the time to provide the
“caring” relational work that is so important teeth (Cloutier et al., 2006, Doniol-Shaw
& Lada, 2011; Sims-Gould & Martin-Matthews, 2010)his emotional work is often not
recognized by employers or other team membershasdack of recognition is apparent
in descriptions of the health care aides work whuighit any mention of emotional care or
psychosocial support that they offer to their déefCanadian Hospice Palliative Care
Association, 2006; Home Care Association and HuResources Development Canada,
October 2003; McBride, et al., 2011). This lackedtognition of the emotional work
that health care aides do has been noted by @bkearchers who have indicated that
emotional work is invisible yet inseparable frone ghractical work that health care aides
provide (Aronson & Neysmith, 1996; Cloutier et 2006; Piercy, 2000). In fact,
Aronson and Neysmith (1996) propose that ther®igatabulary to describe the
emotional aspect of caring behaviour and healtl aates themselves often do not

recognize the work that they are doing and asuwtrekis work remains invisible.

Community health care aides and end-of-life

There are few studies that have explicitly focugedhealth care aides’
experiences of providing end-of-life care in thenoounity. Herber and Johnston (2013)
completed a systematic review to answer two questi(l) what roles did the
community health care aides perform when caringpémple at end-of-life? and (2) what
were some of the challenges and supports in tffent®to provide this care in the
community? They examined studies from 1990 to 28d out of an initial number of

1695 they found nine acceptable for both quality appropriateness to the research
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guestions. Out of these only five were set coneplah the community setting. From

this review, Herber and Johnston noted that healte aides spend a great deal of time
on providing emotional care in addition to persatake. They found three challenges to
the health care aides’ ability to provide care: Bamal attachment, role ambiguity, and
inadequate training. These challenges have akso identified in studies of health care
aides not specifically working in end-of-life cgironson & Neysmith, 1996; Berta et
al., 2013; Fleming & Taylor, 2006; Mahmood & Marimatthews, 2008; Martin-
Matthews & Sims-Gould, 2008). Herber and John&boind that informal peer grief
support groups, peer support, and task orientdsmed the aides to manage the excess
of emotional involvement. There were a few stufieesised on the role of the home care
worker in providing end-of-life care in the commiyniClark, Ferguson, & Nelson, 2000;
Denham et al., 2006; Devin & Mcllfatrick, 2010; Gason, Nelson, Rhodes, & Clark,
1998; Ingleton, Chatwin, Seymour, & Payne, 201Qj.these, two focused on the
MacMillan Carer (a specially trained health cameaivorking as part of a hospice team
in Great Britain) (Clark et al., 2000; Fergusoralket1998). These studies showed that
MacMillan Carers provide intimate care such as ingthwashing, toileting, and feeding,
social and emotional support through listeningsita) and companionship, and practical
help such as assisting with household tasks. Fengidelson, Rhodes, and Clark (1998)
reported that, like health care aides working inegal home care described earlier,
MacMillan Carers found themselves at several ietgrsns that cause ambiguity in their
role. They fit somewhere between a trained RNapédid care aide as they often did
more than a regular health care aide, they worgutdvide both health and social care,

and they fit somewhere between a formal care pesvadd informal care provider
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because of the way they became like family to #re cecipients. This same ambiguity

of role was found in Lovatt et al.’s (2015) stddgking at the provision of emotional
labour by health care aides caring for those dgihcancer in the community. In that
study, the care aides used the ambiguity of tleemé&l role to aide in providing
emotional care to their clients and families. didiéion to the studies identified by
Herber and Johnston (2013), there have been agiesnt additional studies looking
specifically at the health care aide providing efidife care in the community (Boerner,
Burack, Jopp & Mock, 2015; Lovatt et al., 2015; \Riesenbeck, Boerner, Barooah, &
Burack, 2015).

Devlin and Mcllfatrick (2010) also looked at thdeof the health care aides
providing palliative care in the community andla tommunity nurses perceptions of
the health care aide role. They found that hezdtle aides reported being able to talk to
their supervisors and considered them to be supporét 46% of the health care aides in
that study reported that increased support woulddbgful. Some supportive factors
were mentioned such as co-workers. Aides repohaidthey wanted emotional support
for deaths — someone to talk to. When the resees¢tedd focus groups with the district
nurses, they found the nurses thought that thes'amain role was to provide physical
care—they did not recognize the emotional work thataides did with the clients, nor
did they recognize the emotional impact of carirngegienced by the health care aides.
Nurses were identified as a potential source opstdor these aides, but it was
recognized that an understanding of each othelés nwas going to be necessary if the

nurses were to be able to be effective in offesagport.
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England and Dyck (2011) reported that RNs in themainity also found that at

times the necessity to spend time providing ematicare meant that time allotments
were exceeded. The nurses in England’s study adesto advocate to their employer
for increased time allotments to provide emotiaraak to dying patients; however, it was
noted that the health care aides in that same shadyot have similar power to extend
the time allotments.

Several researchers identified that health caresdidd difficulty coping with
death and dying and experienced similar grief reastas family members (Boerner et
al., 2015; Denham et al., 2006; Devlin & Mcllfaltj2010; and Ferguson et al., 1998).
They reported this as especially difficult and paliearly on in the health care aides’
employment. These difficulties increased when thregw the client well.

Boerner, Burack, Jopp, and Mock (2015) found inrteeidy that 40% of home
health aides were “not at all” prepared either eomailly or informationally for the
deaths of their patients and that the more emdtiopeepared a health care aide was the
lower the levels of grief they experienced. Vaedenbeck, Boerner, Barooah, and
Burack (2015) found that when home health caresaidel knowledge of clients end-of-
life care preferences or client care decisionsy there more emotionally and
intellectually prepared for their client’'s deathdowever, in their study, 40% of home
health aides had no knowledge of either.

Like the general community health care aides, heslte aides providing end-of-
life care also identified challenges of being asteedo extra tasks, insufficient time to
complete the required work, lack of training, ahdleenges with travel distances (Brazil

et al., 2010; Denham, et al., 2006; Devlin & Mditiek, 2010).
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Because of the paucity of studies of studies ofénbalth care aides providing

end-of-life care, we need to turn to studies ofithezare aides providing end-of-life care
in nursing homes, with an awareness that findingg not translate across settings, as

Kemper et al. (2008) cautioned.

Health care aides in long-term care settings and erof-life

Like health care aides working in the communityaltrecare aides in the long-
term care setting also experienced grief when eessddied (Beck et al., 2012; Burack &
Chichin, 2011; Carpenter & Thompson, 2008; Funikle2013; Marcella & Kelley,

2015; McClement et al., 2009; Moss, Moss, RubinsiiBlack, 2003; Rickerson et al.,
2005; Wilson & Daley, 1998).

Funk et al. (2013), in their study of long-termectiealth care aides, found that
aides drew on shared beliefs to help manage theatiens related to loss. These beliefs
included: normalization of death (death is expéegteeinse of relief (suffering is over and
the resident is going to a better place), findifgimess to the death (the resident had
lived a full life), focusing on the ways they wealle provide good care (to contrast with
the helplessness they sometimes felt), and persewakds (work experiences helped
them to focus on the positive aspects of life)nkat al. (2013) revealed concerns that
some of these beliefs may affect the quality oédhat the aides provided, for example,
if health care aides believe that there is a sehsglief of suffering when death occurs,
this may lead to inadequate attention to improvirgquality of life of these residents.

The tension experienced by health care aides iigagig the friend/client
relationship was described earlier in this disaussind so at this point, | will now only

discuss aspects of this tension related to endeo&hd grief. Multiple studies found that
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health care aides were concerned about the artedggief that would occur when their

clients died because of the close relationshipshtad developed and attempted to remain
at a distance from their patients, without muchcess (Burack & Chichin, 2001; Funk et
al., 2013; Wilson & Daley, 1998). Adding to themsion was a strong belief by health
care aides that residents at end-of-life shoulttdaed like family, especially when
residents had no family (Funk et al., 2013; Hanstanderson, & Menon, 2002;
McClement et al., 2009; and Moss et al., 2003).tMid studies showed that health care
aides in long-term care settings use language atdphors of family (Burack &

Chichin, 2001; Funk et al., 2013; McClement et2009; Moss, 2003). Berdes and
Eckert (2007) noted that when aides cared forekalents “like family” it meant that
they were providing a gold standard of care. Masd.€2003) proposed that seeing the
residents as “family-like” may serve to help healéne aides process their grief because
this view point validates their grief that may athiese be disenfranchised.

Like the community health care aides who were éssted by a lack of time to
provide what they felt was appropriate care, mauaglies of health care aides in long-
term care settings also found this to be the ag®ecially when providing care to dying
residents. When they did spend time with dyingdes#s, it was often at the expense of
the other residents (Burack & Chichin, 2001; Cas¢wl. 2011; Funk et al., 2013; Schell
& Kayser-Jones, 2007).

Health care aides providing end-of-life care in lihveg-term care setting had to
manage their feelings of loss and used severalussto do so. Some health care aides
turned to spiritual beliefs (Carpenter & Thomps2d08), debriefed with or turned to

colleagues for support (Beck et al., 2012; Funddet2013; Marcella & Kelley, 2015;
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McDonnell, McGuigan, McElhinney, McTeggart, & Mc@&) 2009), used self care

strategies (Funk et al., 2013), found meaningkénpatient’s death (Carpenter &
Thompson, 2008; Funk et al., 2013), or used vanituals of closure (Funk et al., 2013;
McClement et al., 2009). The participants in Fehkl.’s (2013) study at times used
emotional avoidance as a way to cope with griedroBah, Boerner, van Riesenbeck, and
Burack, (2015) found that the health care aidege&pced negative grief reactions when

they were not told of a resident’s death in a tymahnner.

Common elements for both community and long-term a& aides

Developing relationships was thought to be thetkeyood end-of-life care for all
health care aides, regardless of setting (Casaly 2011; Hanson et al., 2002; Lovatt et
al., 2015; McClement et al., 2009). One way in Whitis was accomplished was through
being present (Casey et al., 2011; Devlin & Mciitat, 2010; Ferguson et al., 1998;
Lovatt et al., 2015; McClement et al., 2009; WilsiDaley, 1998). Beck et al. (2012)
found that health care aides in a long-term careehwere frustrated because “doing”
was rewarded and “being” was less valued and drilyeavery end-of-life was there an
allowance for the extra relational work of just iflog with” the dying resident. At times,
health care aides in long-term care were able forégent, even when they felt helpless
in controlling unmanaged symptoms that were beybea control (Funk et al, 2013).

Several studies pointed to a general discomfortrani@alth care aides in all
settings, related to talk of death and dying wihiirt clients (Beck et al., 2012; Casey et
al., 2011; LeClerc et al., 2014; McDonnell et 2009; Osterlind et al., 2011). Aides in
several studies have identified a need for endf@education, including how to

communicate with families about death and dyingl, laow to provide end-of-life



25
comfort measures (Beck et al., 2012; Casey e2@L]1; Denham et al., 2006; McDonnell

et al., 2009; Osterlind, Hansebo, Andersson, Teedes& Hellstrom, 2011).

Support related to health care aides

Denton, Zeytinoglu, Davies, and Lian (2002) desaxtibrganizational support as
understanding, able to voice opinions, being heaalilied, appreciated, having personal
contact with the supervisor and being able to égl&nly with the supervisor. They
described peer support as colleagues who are helpfing to share experiences, and
show personal interest. Other studies measuringastipave described it differently.

For example, Yoon, Probst, and DiStefano (2016¢mlesd organizational support as the
existence of benefits, health insurance and trginin

Several studies of health care aides in the commylooked at support of home
health care aides from an angle of job satisfaciwhretention. Most of these studies
were large quantitative studies utilizing survegsjoestionnaires (Denton et al., 2002;
Hasson & Arnetz, 2006; Kemper et al., 2008; YoawpBt, & DiStefano, 2016;
Zeytioglu, Denton, Davies, & Plenderleith, 2009)f these, only two were Canadian
studies (Denton et al., 2002; Zeytioglu et al.,208nd two were American studies
(Kemper et al., 2008, Yoon et al., 2016). Yoorale{2016) studied factors that
determined job satisfaction among home health @aes. This was a large quantitative
study, (N=3,274) undertaken in the US, which loo&ethe influence of stressors and
positive support factors on job satisfaction. Thagntified organizational support as
“financial, structural or emotional support fronganizations that can lead to positive job
satisfaction of their workers” (p.59) and measurgghnizational support by the

availability of benefits, health insurance, andniray. They identified factors of personal
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support as respect, availability of challenging kydrust and confidence. Supervisory

support was identified as the presence of clearicisons, support for career growth,
feeling heard, and acknowledgement of good perfooma They also looked at personal
factors and job stressors such as patient assignoenmunication problems with
employers, misinformation about patient’s healtd problems with co-workers. These
researchers found that a supportive environmenpargbnal support was associated
with increased job satisfaction. Additionally, ttesearchers found that supports,
whether organizational or supervisory, helped takea the negative relationship
between job stress and job satisfaction. Thisysidehtified areas of support from the
researcher’s point of view, rather than the headile aides; that is, they indentified what
they thought to be supportive factors and meastneeéxistence of those factors. A
strength of this study is that it was recognizeat thany of the studies to date looked at
health care aides working in long-term care. T¥as a large study that looked
exclusively at the home health care aide.

The two Canadian studies by Zeytinoglu et al. (3G@G0®I Denton et al. (2002)
were similar in nature and shared common reseachidre first study by Denton et al.
(2002) looked at job stress and job dissatisfaatidmome care workers in the context of
restructuring. That study found that organizatiegoport led to decreased stress and
increased job satisfaction among home care workéegtinoglu et al.’s (2009) survey of
991 mixed employees included nurses and therapistddition to health care aides. The
researchers found that casual hours and decreageshfisfaction were associated with
higher intentions to leave their employment. Likkes researchers identified previously,

they also found that when home care staff felt sujgil, by the organization or by peers,
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they were more likely to be satisfied with theibgoand less likely to feel work stress.

While these two studies provide a good overviewhefperceptions of support of
Canadian workers in home care, there were no mtldits that | could find that focused
on health care aides experiences specifically, thrdge that reported findings from the
group as a whole. The educational preparationsastty different between health care
aides and nurses or therapists. Kemper et al3{200nd that when they asked health
care aides from different settings what would inyertheir jobs, they found both
similarities and differences in the responses afthecare aides at home versus those in
long-term care settings. Kemper et al.’s study arma&merican study that analyzed the
responses from 3,414 workers to one question afgget survey. All groups identified
that improved work relationships would improve thebs. Staff in nursing homes
identified work relationship factors such as bdiatgned to, respected, and appreciated
more often than home health aides, while home headies identified improved
communication with supervisors more often thanf $tam nursing homes. The
researchers suggested that this may reflect the lh@alth care aides’ isolated working
conditions where they often are not in contact wither staff so relationships are less of
an issue, but at the same time, the isolation miakesder to share information. The
importance of this study is that it demonstratesrteéed for caution when looking at
studies from different settings and to not assumefindings can apply across settings.
Hasson and Arnetz (2006) echoed this need foraauti applying findings
across settings. Hasson and Arnetz’s study loekegiestionnaire responses of 863
mixed staff (registered nurses, licensed practicades, and health care aides) from both

long-term care and from home. They measured campetand skill development,
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emotional and physical strain, stress, and jolsfeation. Home staff in this study

reported knowledge insufficiencies in a numberrefas, including palliative care, more
often than long-term care staff. They also rembltss physical and emotional strain
than staff in long-term care settings but repontexte difficulty with transfers and
providing toileting assistance. Similarities &g ®ettings were noted in terms of work
related exhaustion, mental energy, and ratingvefadl work satisfaction, as well as
time pressures. The researchers found that woekssand exhaustion were inversely
related to work satisfaction and that there waesatipe correlation in home care
between work satisfaction and skills developmértte drawback to this study is that
they studied mixed employees — RNs, LPNs and heal aides. The researchers noted
that the differences might have been due to aréifiee in education levels rather than
setting, as the majority of staff in the long-tezare settings were licensed practice
nurses, while the majority of staff in the homeecsettings were health care aides.
Registered nurses accounted for approximately 100%tecstaff in both settings. This
study is important but without group sub-analy$ed tvould specify experiences based
on job role, the staff mix in the sample makesfftallt to know whether the differences
were due to setting or educational level.

The use of mixed samples when studying healthades is problematic because
training varies greatly between health care aitelsragistered nurses. Additionally
levels of empowerment differ between the two groagsdentified previously by
England and Dyck (2011) who noted that health asdes were less able to advocate for
more time to provide care to their clients thanrdngistered nurses caring for the same

clients.
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Kendra (2003) studied health care aides and hadlttinistrations’ perception of

risk and found that health care aides and theirn@idtration agreed on the level of risk
present but health care aides described fewerdremes of risk than the administration
did and the administration perceived that theymade in place to minimize risk that the
health care aides perceived to be in place. Thidyss important because it points to the
need for good communication between staff and aditn&tion. The researchers
attributed some of the discrepancy, especiallyéosupports in place to minimize risk, to
a lack of knowledge on the health care aide’s glaout what behind the scenes supports
were already in place. The health care aides raag felt less supported when in fact
there were supports in place that they were unaofare

Fleming and Taylor (2006) studied 45 communityltieeare aides using an open
ended questionnaire and asked what factors abemtjolbhs makes them consider leaving
their work. Forty-four percent of those studiedighey had considered leaving the work
and the main reasons cited were: unsociable htagis of management support,
workload and lack of support from clients. Theviwes studies discussed looked at
support as it related to job satisfaction and tetaen While this study also does that, it
also shows the complex relationship between onetkwand one’s perception of job
satisfaction and feeling that one’s work is wortlleth The health care aides studied
acknowledged that there were aspects of the jdlthis would like to change and even
considered leaving the work because of those aspgttthe work itself was rewarding
and provided job satisfaction. This finding sudgébat just studying job satisfaction as
the previous studies have done is perhaps notagtenough of the health care aides

experiences related to support.
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Gaps in the current research

Of the studies looking at the experiences of hoare aides, several of the large
studies looked at mixed groups of employees, ratiaar at health care aides exclusively.
This raises questions as to whether the findinfisatea difference in setting or a
difference in education level. Other studies haeatified a danger of assuming groups
of health care aides are alike that come from dffesettings.

Another gap is that support was often looked atims of job satisfaction and
predetermined factors of support. The one studydid ask staff what would make their
job better, asked for a single recommendation aydadditional comments were not
included in the data. The limitation to this istthaultiple recommendations may not
have been given in priority order. Also, there wasallowance for multi-factorial
recommendations. In fact, 37% of home care sidfhdt even respond to the question,
which was part of a large 8-page questionnaire wida range of job conditions of the
health care aides (Kemper et al. 2008)

Very little research on the community health c@ige providing care to people at
end-of-life exists. The isolation makes the wankstantially different from the
experiences of health care aides working in lomgiteare or acute care. If we look at
community, we can choose to either look at comnyumgtalth care aides who do not
have the same emotional components associatedweitting with those at end-of-life or
we can look to community registered nurses proggialliative care but education and
empowerment levels are vastly different from healife aides. Both areas of research do
not address the unique needs of the communitytheate aide who provides end-of-life

care. Many of the studies investigating suppod thie community health care aide have
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been large surveys. While this type of study desgsgmportant to give a good overall

picture of the problem, a more intimate focusedmview study will give a richer and

nuanced understanding of the problem. It is feséreasons that this study is necessary.
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Chapter 3 — Methods

Munhall (2012) identifies the overall goals of gtetlve research as
understanding, interpretation and meaning. An apsiomof qualitative research, as
noted by Munhall (2012) is that people are unitagings; meaning that the whole of the
person is greater than the sum of their parts laaidet person can not be broken down
into pieces to be studied. This means that theoparaust be looked at as a whole
individual, indivisible for study and cannot be enstood apart from their situated
context, which is the era, culture, and relatiopshin which a person finds themselves in.
This situated context is important because itis ¢bntext that will influence a person’s
subjective experience. Munhall identifies othesussptions of qualitative research,
notably that multiple realities and perspectiveisteand humans create their own
realities. Richards and Morse (2007) and Thor@@82 note that qualitative research is
the best way to answer questions when little istimabout an area, when we want to
make sense of a complex situation, or when we vealeiarn about participants’
experiences, meanings and interpretations Theiarmatch the research problem of
this study. That is, as identified in the literatweview earlier, little is known about the
home health care aides experiences in generalloeé their experiences of support
when providing end-of-life care. Because of trap ¢n understanding, we do not know
what manner of support would be most beneficidlaw nursing can assist in this
development.

Interpretive Description is a qualitative methodpldhat is most appropriate to
address the research question | have identifiedr(iegh 2008). Thorne’s interpretive

descriptive approach goes beyond description &ypnétation or meaning as it pertains
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to the clinical situation. This methodology waveleped in response to a recognition

that qualitative research in nursing borrowed Hgdiom methodologies developed in
other disciplines. Because these methodologiesdatidriginate in nursing, sometimes
adjustments to the methods were necessary to ireeteds of the nurse researcher,
resulting in modifications from the original “pureiethodologies on which the research
was based. This in turn, drew criticism of thedi&y of the research itself from the
larger research community. Interpretive Descript®Thorne’s solution to the need for
a methodology specifically suited to nursing andically-oriented questions.
Underlying assumptions of Interpretive Descriptaya that there is a constructed and
contextual nature to much of the health and illreegserience and that there are shared

realities.

Analytic Framework

Thorne (2008) notes that a formal conceptual fraarkws not required in an
interpretive descriptive study. It is importantweyer, to build the study on the basis of
an informed critique of the current body of knowgedand using expert clinical
knowledge (Thorne, Reimer Kirkham, & O’'Flynn-Mag@804). The assumptions that |
make, based on a critical review of the literatare, that health care aides providing
palliative care to patients at home can feel igolah their work and can experience a
lack of formal supports. This support may incldide need for additional educational
training in palliative care, emotional support, aadognition of the value of their work.
Nurses working in the home setting with palliatpagients can experience caregiver
stress and that an important way to alleviateithie ensure that the nurse receives

support from various sources. Health care aidesreguire similar support systems but
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only by actually studying the phenomenon of supperéxperienced or not by the health

care aides, will nursing be able to assist in ghog support. | assume that health care
aides feel a sense of commitment and pride in therk. | make the assumption that it is
possible to gain an understanding of the healtd amtes’ experiences providing
palliative care in the community setting througle @a one interviews and that their
experience is a valid source of knowledge. | atsixe the assumption that nurses can

work with health care aides to create a suppodmgronment for both groups.

Methods

Sampling

Sampling was done using both purposive and snolirbdechniques.
According to Polit and Beck (2004), purposive sanmplefers to choosing participants
who meet a particular criteria of a study. In rydy, this refers to the criteria that | had
for participants who are health care aides hawogéd after a dying patient in the
community. Snowball sampling means that one aalyg participants to make referrals
to other potential participants. | utilized snoWisampling when | asked each health
care aide who contacted me to forward my infornmafmoster and participant consent
form) on to any other interested health care aldealth care aides in the community in
which this study took place were employed throwgh main avenues: the regional

health authority’s home care program or by pritee agencies.

Inclusion and exclusion criteria

Initially | intended to limit the sample populatitm those health care aides who

had looked after a dying patient in the coursénefrtemployment in the last 24 months
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because | wanted to learn abeuistingsources of support. | specifically asked that the

care of the dying patient had occurred during egmlnt to exclude situations of a
personal experience. While that situation is inguatr; it was not the focus of this study.
During recruitment it became clear that the heedite aides that | spoke with did not
make the distinction between those clients who vi@mally designated as palliative
and dying and those patients who were the fragr§jdand happened to die during the
course of their time together. Thorne (2008) sstgythat a small study, such as |
undertook, could set a somewhat arbitrary minimamyde size but the researcher must
also acknowledge that there would always be moleaim and to study. In this case, the
sample size of six, was a feasible number accordifidnorne (2008). The goal was to
interview enough participants to get a sufficiemtbh and thick level of data so that
meaningful findings could occur yet still be a mg@able amount of data for the time

constraints of this research study.

Recruitment

| requested approval from the central administratibthe regional health
authority and from the area directors of privaterages to interview willing participants.
| made the initial request by either telephonernaikand followed with a confirmation
letter explaining my research in full and includbednks for the opportunity to conduct
my research (Appendix A). Once approval was reckil’eent poster information to each
individual office along with a supply of consenfirmation sheets about the study and
my contact information (Appendix C, E and I). laksked to attend any meetings where
health care aides might be in attendance and gdreseproposed study directly to health

care aides (Appendix D). | left distributed postand the information for consent letters
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with them with a request that they call me if tlvggre interested. | posted a copy of the

recruitment poster in several issues of the moniblysletter (“Hotsheet”) that was sent
to all the offices that the regional health caeaireport in and was read by the staff.
The health care aides who were interested in gaatiog contacted me directly by
phone. When a potential participant contacted askéd the screening question,
“During the course of your employment, have yowkkxb after a patient at home, in the
last 24 months, who was dying?” If the answer y&ssthen | reviewed the information
about my study with the participant and askedefplarticipant was still interested in
proceeding. If so, | arranged a time for the wmitar at the participant’s convenience
(both in time and in location).

Recruitment went very slowly and required amendséminy original
recruitment process. | discovered that the health aides do not go into their offices
very often and meetings are held only a few timgsax so | was not able to speak with
many health care aides directly. Additionally,dsninformed that the newsletter was not
widely read by the staff. | modified my recruitniatrategy to request that the palliative
nurses be allowed to ask health care aides thasg®in the clients’ homes if they might
be interested in participating (Appendix H). léthwere, then the nurse would give the
health care aide a copy of the poster and infoonatbout consent. This produced only
a few more participants. | modified my recruitmstrategy a second time. | had been
told that the potential participants found the mfiation about consent overwhelming and
so did not want to participate because of thaménded my strategy to only giving out
the poster as information. When an interestednpiateparticipant contacted me, | would

verbally review the consent information with theAppendix J) and if still interested,
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proceeded as initially planned. When the intervimeurred, | would ask the participant

to sign the consent form. Two other changes | mattethe second modification was to
request that the nurses give me the names and msimidaterested participants so that |
could contact them directly, provided that the ijogrant agreed in advance to this. | also
changed the poster at this time because | hadtb&kthat it was too wordy. This last
modification resulted in obtaining the remaindethad participants. The anxiety about
participating may have been wide spread and bedauas unable to speak directly with
many health care aides to correct their misundedstg about confidentiality and

anonymity, this may have reduced the number ofgypaints willing to be interviewed.

Description of participants

| interviewed a total of six participants, threeried for the regional health
authority and three worked for private agenciedl.si had reported looking after a
client who had died during the course of their eohtvith the client. Ages of the
participants ranged from 41 to over 60, with thoééhe participants’ ages falling in the
51 — 60 age range. There was a wide range ofttiatehe participants had been health
care aides, ranging from 2 to 30 years, with tlofethe participants having been health
care aides for 20 years or longer. All six hadkedrtheir entire career as health care
aides in the community. Four of the six particifganere certified as health care aides.
None of the participants had taken specializeditngiin palliative care. There were four
female participants and two male participants. réfiorted having experienced a

personal loss.
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Data Collection

Data collection took the form of semi-structuretemiews (Appendix G), a short
guestionnaire (Appendix F), and a reflexive jourthalt | kept throughout the process.
Interviews were as open-ended as possible to dlevparticipant to fully express their
reality and description of their experience. Denapdic collection was reviewed after
the interview to ensure all questions had been arehbut in telling their story, many of
the participants had answered all the demograplestgpns. The demographic questions
were intended to help situate the context thaptrécipant was in. This demographic
data included whether the health care aide hadamal education in palliative care, if
they worked for a private agency or the regionaltheauthority, how long they had
worked as a home health care aide, whether theg aveertified health care aide, and if
they had any experience with loss due to deathem personal life. This demographic
guestionnaire, given after the interview, was pagsist in generalizing findings but

rather to illustrate participant context.

Data Analysis

Interviews were audio-recorded and then transcrilyeshyself. Thorne (2008)
suggests that doing one’s own transcribing allones to slow down and appreciate the
nuances of the data and “to hear more deeply wledbhguage contains” (p.143). Data
analysis and collection occurred concurrently asTp®rne’s (2008) recommendations.
This allows the nature of the inquiry to evolvenasv possibilities arise (Thorne, Reimer
Kirkham, & O-Flynn-Magee, 2004). Thorne (2008) @e¢ one to immerse oneself in
the data as the search begins for similar thentessélthemes are then grouped by

similarity. According to Thorne (2008), this methof immersion and viewing the
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whole for themes is more consistent with Interpeeescription than a coding method

that involves the breaking down of data into fragtee Once patterns are identified, one
then turns to looking for relationships betweengh#erns that will lead to new
understandings (Thorne, 2008). It is importardlteays keep open to the overall picture
that is being presented by the data. One doesyiisntinually asking oneself, “What is
going on here?” (Thorne, Reimer Kirkham, & MacDlolhBmes, 1997.) This is the
process that | used to analyze the data that tblected. | first looked at each

interview to get an overall view of the participamd the data. | then examined the data
from the interview and identified each separatecephor idea that was present in the
data. | repeated this process for the complae stt. Once | had broken the data into
distinct concepts, | looked for common ideas ontbes. As these came to my attention, |
grouped the common concepts or themes togethsenllboked at each of the themes to
find out what it was that was being revealed. €heas a continual back and forth
process of looking at the parts or dimensions oheéaeme and examining them with the
other themes and dimensions to see where theylialbnged. This process was similar
to the thematic analysis process described by BaadrnClarke (2006) whereby one
looks for patterns across a data set with a conbtaok and forth between the data, the
codes, and the themes. Once patterns were idehtifre-examined the data to identify
any relationships between the patterns (Thorne8200hroughout this process, |
documented decisions in my reflexive journal arsb ahade use of multiple mind-maps
throughout. In this way | am accountable for mylgi@al decisions made along the

course of my research.
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Evaluation Criteria

Thorne (2008) identifies four principles that sitbbk adhered to when
conducting qualitative research: epistemologictdgrity, representative credibility,
analytic logic, and interpretive authority. Epist@oygical integrity means that the
methodology one chooses is consistent with thearesequestion and with the strategies
used to collect the data. | recognized that theeanultiple realities to the experiences of
the health care aides and since the realities algphe, the best sources of knowledge
about the health care aides’ experiences are thléhheare aides themselves. It is for this
reason that | chose an interpretive descriptivdystbat will use interviews as the
primary means of data collection.

| attained representative credibility by ensuringttany theoretical claims | made
are consistent with the way my study was condudtethis study, the interpretations that
| made are reflective of this group of home headite aides who provide care to those
dying in the community. As Thorne, Reimer Kirkhaangd O’Flynn-Magee (2004)
advise, findings in Interpretive Description ar@tia new truth, but a sort of ‘tentative
truth claim’ about what is common within a cliniggienomenon” (p.4). | have not
claimed to be able to extend this interpretatiohdalth care aides working in other
settings, nor even to another group of communijthecare aides. However, even with
this small sample, findings from this study aligithwvhat is present in the current body
of research.

A reflexive journal is important in qualitativesearch to show the decision
making process as the research evolves and iw#ydeave an audit trail. This ensured

that rigor is met and that each decision alongithg was consistent with the research
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guestion and method. | kept a reflective journakimch | documented decisions made

along the course of the study to ensure that Iltheetriteria for analytic logic

Lastly, to meet the demand of the fourth pringiftat of interpretive authority, |
have not made leaps of interpretations that argmainded in the data. Only “tentative
truth claims” or “constructed truths” can be madmf the data. This is a new way of
understanding a phenomenon that has been transfaum®f the data that the researcher
has collected and analyzed (Thorne, Reimer Kirkh&amacDonald-Emes, 1997).

Thorne (2008) describes three additional critefigpecial importance to
research in applied health research. Nursing relsees, especially those working from
an interpretive descriptive lens, recognize thatgbal of research is to ultimately change
nursing practice. This puts additional onus onrdsearcher because any published
research will be examined to see if it can be wsedfluence practice, even before any
formal theories have been developed. The additmitaria that must be applied to
researchers working in applied health fields areatidefensibility, disciplinary
relevance, and pragmatic obligation (Thorne, 2088tudy has moral defensibility
when the knowledge that is being sought is necessat will benefit those studied. My
study was necessary because the group of headéttaiches | studied work in isolation
with little apparent support. This study contrigsito the paucity of knowledge existing
about this group. In addition, it is the group eflth care aides themselves that will
benefit from the new understandings gained. Thudysts relevant to the discipline of
nursing because there is a role for nurses andhheale aides to work together and to
support each other in the work that they do. Tlterta of pragmatic obligation was met

as | moved through the research process and képe forefront of my consciousness,
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the possibility that my research may be appliegractice and not just treated solely as a

theoretical exercise

Ethical considerations

| obtained consent from the Human Ethics Reseaoardat the University of
Victoria as well as consent from the UniversityMdnitoba Research Ethics Board
because this research study was conducted in Memitbfollowed the guiding ethical
principles outlined by the Tri-Council Policy statent that informs research conducted
in association with the University of Victoria. brined consent is vital when conducting
research. Prior to beginning the interviews, lueed that each participant understood the
reason for the research, what knowledge | was tapfar in conducting the research,
how the study was going to be conducted, that taefull confidentiality, and that they
were free to withdraw from the study at any tinh@btained this consent in writing. |
employed process consent, which refers to obtainévwg consent at any change in
process or focus of the study from when the origioasent was obtained (Munhall,
2012). | recognized that each participant gavelyref his or her time in order for the
interviews to take place. In appreciation, | gaseheparticipant a gift card of $10 for a

local coffee shop when the interview was completed.

Potential for harm and benefit

Sometimes during interviews, sensitive topics nrégedhat are distressing to the
participant. | endeavoured to be sensitive topbssibility when conducting the
interviews. In the event that a participant becalis&ressed, | had planned to offer to

hold the interview or postpone it, allowing thetpapant to make the decision. | also
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had information available to the participant on htoveontact either the EAP (Employee

Assistance Program) of the Regional Health Autlg@ita community mental health
service in the event any emotional issues mighe fzaisen during the interview. There
were no circumstances that arose where thesegaatgere necessary.

There may be a potential benefit to the participafithis study in being heard
and able to tell their story. This research stigdiynportant because the participants as a
group may benefit from the results. The goal islitain information that will assist in
developing programs and supports to assist thétheale aides to be able to do their

work with the dying.

Confidentiality

To ensure privacy and confidentiality, interviewsre/conducted in a location
that was chosen by the participant. Four of therinéws took place in the participant’s
home and two of them took place in busy coffee shajny identifying information was
removed from the transcripts. Pseudonyms were insaitldirect references to
participants in the findings section of this thedBuring the course of the study, the
transcript/participant list was kept in a sepalatation from the transcripts. Audio
recordings of the interviews were destroyed aftengletion of the study. All transcripts
and the transcript/participant list will be keptarsecure location for a period of seven

years. After seven years all participant documeariatill be destroyed.

Limitations

A limitation of my study is that due to the natafehe study (an interview lasting

1 or 2 hours) and the limited time in which | haccomplete the study, | was not able to
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capture every experience of health care aides girgypalliative care in the home

setting. It was difficult to find health care asdwilling to participate. Some of the health
care aides | interviewed expressed a concernhibatviews would get back to their
employers and they would face repercussions asudt.rd attempted to minimize this
fear by reassuring the participants that theirnmi@tion would be kept confidential and
anonymous. | do feel though that I interviewedugioparticipants to get a good
understanding of their common experience as recuthemes appeared in most of the
interviews. It is possible however, that those wlitbparticipate were particularly
confident and may as a group have a differenttgetiian those who chose not to
participate.

An unexpected limitation that | encountered was the participants |
interviewed were often unable to separate theieggpces providing care to palliative
patients from non-palliative clients. All the panpants answered that they had looked
after a dying patient, but in answering the questiodhey shared experiences from all
aspects of their caseloads and it was sometimgsafter some questioning that | was
able to tease out if it was an end-of-life situatibat was being described. Some of the
participants | interviewed shared that they oftehrebt know which of their clients were
palliative since their supervisors did not gengralare this information with them. The
participants all had a mixed caseload and thosatsliwho were not formally declared to
be palliative were often the frail elderly who Ineir very nature were at risk of dying
unexpectedly. In sharing their stories, it becapgagent that the participants did not
make this distinction and so their experiencesd#driogether. It was often hard to

decipher if the information shared related to jpéle situations or district home care
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situations. However, loss is loss and the efbégfrief on the participant was the same

or even increased when that client was not expdotdee, as a palliative client would be.
Additionally, the participants identified severatas where support was lacking- some of
these areas related directly to palliative patiants some to their general working
conditions. Regardless, the information gleanedilisvaluable in our attempts to

understand the health care aides’ experience qiostp
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Chapter 4 — Findings

The intention of this study was to explore suppsrexperienced by health care
aides who provide care to dying people living ia tommunity. As previously
discussed in the Methodology chapter, there wemeesthallenges with this study. The
participants all had experienced death associatdtieir work, but because none of the
participants worked exclusively with palliative @aits, many of the experiences that
they shared with me could not be confidently apgpés reflecting an end-of-life situation
or that of a situation where death occurred unebga®e as might occur for a frail, elderly
client living at home. In fact, the participantemselves did not appear to make the
distinction between the two groups. Loss was lasd,to the participants, the effect on
them was the same. Similarly, the stresses theguerniered daily as part of their work
were present regardless of the type of client.

| identified three major themes from the data. Sehhemes are: 1) Striving to
provide the best care, 2) Connections, and 3) L&$8ving to provide the best care
involved six dimensions:1) making the client contdibte, 2) protecting - keeping the
client safe, 3) working outside their scope of ficas; 4) self care, 5) time, and 6)
information-sharing. The theme of connections hasdimensions of being present,
developing bonds, and relationships with the lacgee team. Finally, the theme of loss
has the dimensions of anticipating the loss, fedlive loss, and managing the loss.
While the participant’s efforts to connect and depébonds with the clients formed an
independent theme, the effect of the participamigitionships with the clients was
evident in all of the themes. Additionally, there aonnections between each of the

themes and this will be discussed further on ia tihiapter.
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Striving to Provide the Best Care

The participants were unanimous in their goal tovjate the best care possible for
their clients. As Mary put it, “I'm doing the bgsb that | can do and working hard, and
to me, that’s all | am concerned about.” All o tharticipants spoke about wanting to do
their job well, not only for their client’s benebut also for their coworkers’. As another
participant suggested, striving to provide the loas¢ instilled confidence that he was
contributing positively to the lives of those heexhfor, and at the same time, worked to
encourage his coworkers to also strive to do Wiy best:

| do my job well because | think it's in my bestdrest as a worker. As a worker,

if | do a good job, it helps me. It makes me contaole and it's known that | am

doing that job out there. It's given me that cdefice to be a positive part of each
and every person’s life and even my co-workers lied am bringing another co-
worker with me who is coming in the next day orretlee next. So | am bringing
in other workers with me because if | am doing adymb today and they see | am
doing a good job and have no complaints, theywalht to keep up with me.

Striving to provide the best care involved six dimsiens: 1) Making the client
comfortable, 2) protecting - keeping the clienes&) working outside their scope of
practice, 4) self care, 5) time, and 6) informatstraring. These dimensions describe
strategies that the participants used to help th@wvide the best possible care for their
clients. The last two dimensions have additionatdrs that include barriers to the

participants’ abilities to provide what they felagvthe best care possible.
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Making the client comfortable

All the participants spoke about wanting to keegirthlients as comfortable as
possible and most described it as their main rbla. many, this involved taking the time
to attend to details such as ensuring heated ats s@re turned on when transporting a
client home from the hospital, holding a hand wfamily indicated that this action was
comforting to the client, and wanting to act in walyat would respect cultural
differences. Making the client comfortable alsteéxled to paying close attention to the
subtleties of care as described by Peter:

So like it's meeting the needs. Making sure thaytre comfortable. Like you

know if you want to be turned — OK. Tell me whéreurts and how are we going

to turn it and how to manoeuvre the turn to make sat we don’t have that
screeching pain when we turn. So we blend evargtimto what's best for the
client and how you deal with it to make sure thatdomfort is being met in the
positive way.

Providing emotional comfort was important to mamyh@ participants and some
spoke about putting the client’'s emotional needt, fregardless of the participant’s own
emotional state. As Peter put it, “| am alwaysiagkhem about their morning, their
overnight, so it's not about me anymore.” This egrarticipant described coming in to a
home just after a death and needing to keep calihe wmforting the family as they
waited for the body to be picked up:

But a lot of time, the main people that we deahvistthe family and then you

know you have to phone the family, or you'll siete with the mom or the wife
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and she starts crying and then you have to betatideep that calm skill about you

and simply say, “You know, it's going to be ok. 'slat rest. He’s at peace.”

One participant talked about wanting to treat ¢8eas she would like to treated and
used that as a guide to providing care. Anothdrgyaant commented that part of
making a client comfortable was ensuring that teye “well-dressed and well taken
care of”. When clients were made comfortable, mafrthe participants indicated that
they felt they were meeting their goal of doing kst job possible in caring for their

clients.

Protecting - keeping the client safe

Most of the participants spoke about being proteabif their clients and of being
on guard for their clients’ safety and well-beidgcording to the participants, potential
threats to clients’ safety came from the clientssajuestionable choices or from other
care providers.

Some participants spoke about being vigilant feirtblient’s well-being and
safety through careful observation of their behakgo This close attention to their
clients was not only a way in which the client’srdort was optimized as described
earlier, but also used to watch for changes thaidvibe detrimental to their clients.
Mary described noticing something “off” about orféner clients and described her client
as confused, which led Mary to believe somethinghibe medically wrong with her.
She made plans to return to see this client a s¥ale later. Shortly after Mary
returned, the client had what appeared to be arseiaMary said, “You know, | thought,
had | not come back to see her or anything, she thamn likely could have died there.

So | was there, | called the paramedics.” Anofiaticipant, Jane, described monitoring
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her client closely and applying an oximeter after tlient returned from the washroom

and asking him to do his breathing exercises tarens return to a safe and stable
respiratory status.

Several participants spoke about being concermethéir client’s safety related
to choices being made by those clients that pugetlatients at risk. Bonnie worried
about a client wanting her to leave the door urdaclkvhen she left: “But it is always
kind of safety. You don’t want them to leave tlmmdopen because sometimes people
walk in and you know they steal things from thesegde when they are sleeping. It has
happened.” Another participant described a sitmatrtbere a client was putting herself at
risk by choosing to drink excessive amounts of ladtowhich resulted in injuries from
falls and challenges in medication managements paiticipant experienced
considerable distress because she was not ahiietpately ensure the safety of her
client, even though it was beyond her control.

Part of keeping the client safe related to a peeceneed, on the part of some
participants, to protect their clients from othareproviders. One participant felt the
need to ensure that the community nurses weregingyvsafe care:

The others | know right off the bat they are goad they know what they are

doing. They talk. They say “How are you, how’s fhatient?” You know and

then they go and | show them where they are, wieatewd then | watch them

because | don't trust anybody so | watch what they

The participants felt they had a responsibilitptotect their clients, even though
some of the areas for this concern fell outsid@neir role as care provider and also

outside of their ability to make the changes resplito keep their clients safe.
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Working outside their scope of practice

Sometimes in an effort to provide what they felswiae best care, participants
advocated for their clients in ways that fell odésof the scope of their role. Bonnie
described a situation where she was concerned abdignt who did not answer her
door. She returned back to the client’s apartradntal of three times (which was
against agency policy) before she finally askedrataker to let her in. She found the
client on the floor and called an ambulance. e s

But she was lying there for at least two or threark on the floor. You can't leave

them like that. It's just cruel. | mean, you wadit do that to your worst

enemy...but | didn't follow the rules because | wasrenconcerned about the
person.

Sometimes working outside of their scope occurredmparticipants took on roles
resembling more like family than care providerraghie case of Bob who felt that his
client was not performing in speech therapy asrtekhe could and was frustrated
because he could not attend the treatment sessitinkis client to ensure that his client
did his best. Another example is the participahbwas hired to provide transitional
care to her client when that client was placedearspnal care home. The participant did
not feel the client was getting the care that stexled and so contacted the family and
told the family, “Listen, if you do not take youlient out of here, she’s going to die.
There’s no two ways about it, she is going to die.”

Many participants, in striving to provide what thfejyt was the best care, completed
tasks like taking out the garbage, that were neti§pd on their assigned task list in an

effort to make things better for their clients evlaugh they knew that they could be
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disciplined for providing the extra help. As orgticipant said: “It's about improving.

How we can improve and make things better for #@ppe that we are seeing; in the long
run, not the short-run, the long term.”
All these examples of care come from a place oftingrio provide what the

participant felt was “best” for the client.

Self care

All of the participants practiced some form of sefe to help them cope with the
day-to-day stressors of their work, realizing tleeassity of self care if they wanted to
continue to be able to provide the best care feir tlients. Self care included seeing a
counsellor when the demands of work built up, pcatg hobbies, talking to colleagues,
friends, and family, exercising, getting out inurat and walking. These personal
sources of support helped the participants to dw job well. As one participant
explained, doing these acts of self care alloweddgive each client her “100%”. Mary
described the effect of self care after a workday:

Cause there’s times when you are feeling realssed out or kind of down about

things and you know what? | will go for a 5 km Wwaid feel much better by the

time | am back. So, yeah, it makes a big diffeeen& big difference.
The participants recognized that because of tlessinl nature of their work, they needed
to look after themselves and to provide their oef Gare and support in order to provide

the best care possible for their clients.
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Time

There were two types of work schedules experiebgettie participants. Some of
the participants worked in respite situations whbey would stay in one client’'s home
for the entire day or partial day, while anothesugr worked on “runs”; that is, they
would go from client to client, performing set tasdknd once the task was done, would
move on to the next client. These runs were tygdtheduled and as a result, the
participants who worked in this setting had thestor of time that the other group did
not. This was a significant stressor for theséigpants.

Many of the participants expressed concerns tleatwere not given enough time
to adequately provide the care their clients needauake participant described being
given only five minutes to ensure that a client wa®n the correct medication. This
involved first finding the medication in the homregshing his hands, checking to ensure
that the right medication was given, and ensufiirag the client swallowed the
medication. He explained his frustration:

So we know there’s a lot of frustration out theW®e don’t know how to deal with

it and | know for a fact that if something isn’trdone of these days, we’re going

to have a tragedy on our hands and who's to blahdeih’t know.

It was expressed by several participants that dieyot feel that their employers
appreciated the amount of time required to completeassigned tasks. As Bonnie
pointed out:

Well sometimes the supervisor doesn’t always undeds They just got their rules

to follow too but if they had to be in our shoesl @ee all the clients they expect us



54
to. To be here, here, here at that time, that'ossjble. | tried that so many times.

They don’t understand that.

Some felt pressured to fit in additional calls iatoalready tight scheduled. As one
participant shared:

So last week when | was called to do a call — “@aufit in a call at 10:30?" |

said, well no | can’t. | have my palliative cateent that | have to do a bowel

routine and | am supposed to be there at 1030tanalrieady ten to eleven and |

am not there yet. How can [ fit it in? “Oh well,’6®n your way”. No — because
you said it's a half hour call. You know and | km@’s going to take me more than
half an hour.

Several participants spoke about taking the tiagttiey needed to provide care in
the way they felt care should be provided and therking through their breaks to get
the work completed. Mary explained, “We don't gdireak. On paper, they show a half
hour break but we seldom ever get that half hoealr..you just basically go and you do
it until you are done.” The constant rushing cedagtress for the participants. As one
participant shared:

I’'m telling her [my supervisor] what's going on leesind | really can’t get a

positive feedback from the people I'm communicatimg with. You're feeling

tense. A lot of times your chest starts squeezigu know you're not having a

heart attack but you can't really describe thalifigeto her...You have a tense

situation here and then you have to go to ano#reset situation because instead of
being on time, you're late and they [the clientd oking at you like “Why are

you late?” and then it becomes an argument. Nawhgave a tense situation and
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you really have to sit back and say ok, | undestahy I'm late, but | also

understand that you as Mr. Smith do not know whynllate, so | have, my whole
persona has to change to comfort. “OK, well yoawmwve had a little mishap. We
had to take a little bit more time, we had to ds.thiSo now you have to put the
situation into a calming mood and then take it friv@re.
This example shows the advanced understandinga@nchanication skills that this
participant has developed in being able to positivesolve this potential conflict. Again
the participant’s focus was on providing the be@se@and ensuring that the client’s needs
were put first, even when system barriers exidgtathampered that care and left the
participants feeling that they were on their owmswpported, to manage these situations.
Participants were concerned about the effect ofigfe schedules on their clients.
As one participant shared:
Mrs. Jones paid her give [sic] to society. Shelsidjob. She’s old now. She’s
90. She needs that extra 5 or 10 minutes to maieeshie has her breakfast, not
throwing in a slice of toast and saying you knoe person who’s going to come at
12 is going to wash her dishes. No, we shouldite ta go inside and find out that
Mrs. Jones gets out of bed, make sure she getspamwash and make sure she’s
sitting comfortable. We are losing that becausewmeenot giving the workers the
proper times to do the proper work that is suppdsdsk done.
The lack of time produced frustration becausemitkd the participants’ ability to
provide what they felt was the best care possiéheir clients. While not directly
identified by the participants as such, the lackiraE meant that the participants’ ability

to provide the necessary emotional care, identd@dier as important to the participants,
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was affected. The participant who had to take tinéiffuse a tense situation because he

was late or had to sit with a client’s spouse atdeath are examples of emotional care
that are not factored in to the time allotted farec Participants expressed frustration at a
system that they feel does not hear their concarnst the time required to safely

provide care.

In contrast to the experience of those participardgrking on “runs” was the
experience of participants who spent extended atsafrtime in clients’ homes. These
participants found that they had adequate timedwige all the care required. As Bob
explained, “They [his employer] give me lots of &éro do things. Like you know we are
not on a schedule as such. We have to be thanee gu get to the clients home, you
phone that you're there.” The difference betwdenttvo work environments was
striking. In the respite situations, the particifsafelt supported in their attempts to
provide the best care because of the amount ofdairagable to them. Participants who
worked in the “run” environment always felt rushatt were worried about the effects of
the time constraints on their clients, feeling tinat clients were not getting the best care

possible.

Information-sharing

Sharing information was an important strategy teuea that the participant’s
ability to provide the best care for their cliemtas maximized. For participants, getting
information about their clients was important ics@ng their sense of confidence and
supporting their ability to provide the best caosgible. Sharing information took several
forms. There was sharing of information betweerthezare aides providing care to the

same client, between health care aides and comynunises, and between the health
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care aides and the larger organization that emgldyem. There were both positive and

negative experiences within each of these pairings.

Sharing of information between health care aides deme for a few reasons.
Participants believed the reciprocal nature ofisiganformation helped them to support
their colleagues in their efforts to provide quatiare. For instance, some participants
like Jane, described how she would provide inforomatto her co-workers because of her
knowledge of the client: “If my co-worker is doisgmething not proper, | will tell
them, because maybe | take care of one client fongenow this client a lot more than
my co-worker. | will tell them how to do somethihg

Some participants shared information with othee @des caring for the same
clients in an attempt to support their own effatgroviding good care. Mary shared
how being able to talk with a colleague and exclkantprmation about their shared
clients facilitated her ability to do her work well

A lot of my needs are being met because | do kngveorworker and we are able

to talk about clients. We are able to talk abautoerns and if | didn’t have her to
talk to, then | don’t know where, what would you?d&®Vhen she retires, | am going
to find it hard...She’ll phone me and say you arengan on Wednesday morning.

She [their shared client] is going to the doctot@t Can you switch things around

SO you can see her earlier? So I'll do that tingfre is a problem with somebody

she will give me a heads up and say this had besig @n. You know, that makes
such a difference in being able to do a good job.

The second type of information sharing occurreavben health care aides and the

community nurses who were involved in the samentBecare. At times, this sharing of
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information took the form of watchfulness as thetipgant carefully monitored the tasks

that the nurses were doing. One participant desdrsuch a scenario. Jane said,
“Sometimes | will remind them...because if some nsiae first shift with the client and
maybe she forgot something because | will take oftkis client all the time. | know
everything so will remind her what he/she forgot.”

Participants who appraised their working relatiopstwith the community nurses
as supportive seemed to recognize that sharingwaton had to be tailored to the care
aides’ scope of practice. For instance, Bonnieeghe example of information related to
medications suggesting that this was helpful fargractice but that detailed
pharmacological information was probably not needéthat seemed most important is
that the participants wanted information that waaildw them to perform their work to
their best ability. They appreciated, for examgl®mwing when a client was diagnosed
with dementia as such information would be helpfuhforming how they approached
clients and engaged with them in care. Informa#ibaut things outside their scope of
practice, such as medications, was not felt tosbesaful to some participants. When the
nurses shared their knowledge about the clienatsan or provided teaching about
aspects of the client’s care, the participantsdefiported and were more confident in
their attempts to provide the best possible caréer clients.

Information did not always flow freely between therticipants and the community
nurses. One participant blamed the community suicsethe lack of information
provided to health care aides, but acknowledgedninses working within the publicly

funded health care system did not have resportgiboli sharing information or training
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care aides who worked with private home care agsnchs Bob said: “We have to be

trained and they aren’t responsible for training us

Participants reported that their relationship vetimmunity nurses varied
considerably and as a result, the amount of infitomahared between them varied as
well. Some participants expressed that they hgaba relationship with the nurses —
easily able to share what they saw in their cleentndition and felt heard and valued.
When they felt that the nurses listened and hdwd toncerns, the participants felt
supported in their work. As Bonnie said: “Theydthurses] are really good because you
can talk to them and you kind of bounce off theseatons.”

Information sharing between the health caresaa&hd the larger care organization
was often uni-directional. Mary was frustratedrmoy being considered part of the larger
care team responsible for the client and sharedthmanfluenced her ability to have
access to information that would be helpful to prectice. She described an incident
when she was required to call an ambulance oreatdibehalf. Mary was unable to
answer the ambulance attendant’s questions abewudidnt’s health conditions because
she had not been given that information. She efasvith the only option of giving the
EMS staff the case manager’s phone number for méwemation. Associated with this
event was the lack of information given to Mary npbe client’s return home two days
later. As she said, “Nobody talked to me abouatwhwas, what happened. You know,
what to do, what her condition was. We are givethimg. Absolutely nothing and
that's not the way it used to be.” Mary explairtledt in the past, the care aides were
given much more information. She shared that theeel to be block meetings where the

care aides and the coordinators would meet to giésthe clients. She said, “We were
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given enough information that you went in there god felt like you had a bit of a heads

up. So if someone was confused and they starigdgsthings to you, you had an idea of
what was going on.” She further emphasized: ‘iikHicould provide better service if |
really knew what | was dealing with.” Another paiptant described feeling shock and
remorse when she unwittingly put a client at rigddaving the home when told to so by
the client. She later found out that the clierd Adzheimer’s but she had not been told
this by her supervisor when she was given the asggt. She said, “Why couldn’t they
[her employer] tell me that she had Alzheimer’'$héy had told me, | would never,
never have left her alone.”

Examples such as these demonstrate how a lackeotian to the perspectives of
the care aides left them feeling not only unheartdunsupported, as well. Participants
felt that they had knowledge about their clientt thas valuable, especially since, of the
all the health care providers, they spend the ot with the clients. Participants were
frustrated when this knowledge was not recognizeditued. Additional frustration
occurred when the participants were kept out otdbpe with regards to information that
the participants felt necessary to provide excelbane to their clients. When
participants’ concerns were not listened to, thqyeeienced feelings of distress and
sometimes felt that they had let their clients dowvithout relevant information to
inform their practice, the participants suggest ithallenging to provide the best care
possible and leaves them feeling unsupported in étiempts to do their job well.

Striving to provide the best care possible forrtiegents seemed to be a primary
motivator for the behaviour and actions of theipgrants in this study. Participants felt

a need to protect and watch out for their clieetgn sometimes to the point of breaking
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rules to do so or providing care outside of theler When the participants were able to

keep their clients comfortable and safe, and cbattlways to work within a system that
seemed to produce, at times, barriers to providuraity care, they felt that they had
done their best and had provided excellent caePdéter summarized, the work is
particularly rewarding when acknowledged by therdis that they serve:
Today, to tell the truth, | had a beautiful day dese at my last call today, a wife
and husband said to me, “Thank you so much farglaifantastic job for us on a
daily basis.” So | know when that happens, | kn@an leave there. | can drive
home without a care in the world and that's howdK at it. It's the last time you
leave that house and how they say thank you andtheyappreciate it. It's that
appreciation from somebody that makes your daynaakkes your day feel a lot

better.

Connections

Making connections was an important component @fidrticipant’s work and
the relationships that developed impacted many mdirtheir work. Many participants
referred to the relationships with their clientdraasndships or “like family”. Participants
also described the relationships that they had thigHarger care team. Connections had
three dimensions: being present, developing baus relationships with the larger care
team. Being present is one way that participaessigbed making connections, as they
provided an opportunity for clients to talk, shateries, or to sit in silence with each
other. The participants also described developibgnd with their clients — as either a
process that happened naturally or one that wastiohal in an effort to create a

therapeutic benefit for the client. Sometimes gaaticipant used shared experiences as



62
basis to develop that bond. Making connectionk teir clients seemed important to

the participants who valued the relational aspéthar work. The third dimension of
connections, that of the relationships the parictp had with the larger care team,
served to either increase their confidence in thbility to provide the best care when
there was strong supportive relationships or adtieraly, when those relationships were
poor, had a negative effect and made the partitsdfael, as one participant said, “like
second-class citizens”. When participants wereheatd, and their concerns and
knowledge dismissed, they felt like they did notttexa This resulted in distress for the
participants because the core motivation to dowhoik is the desire to do the best that
they can for those that they care for. When tleey they are not heard or valued, their

ability to do their job well is compromised.

Being present

Most of the participants expressed some form aidppresent with clients. Being
present took the form of physically “sitting witktie client in silence or being there for
the client if they wanted to talk. One participaatd, “I guess it's being with them. You
know, just to know that there’s someone else Heegn here if you want to talk. Even if
| don’t understand you, go ahead and talk anywayatiother participant practiced
presence after taking the lead from her clientsorie case, a client told the participant
that she did not have to clean his apartment jtsasitting was okay and so she said:

After that | will mind maybe if | am doing sometlgiim front of him. Maybe he

will feel uncomfortable. Dying people need quietjust sit with him there.

Sometimes talking with him but most of the timet&l&ing with me. He told me

about all of his family members and what they ariegl.
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Sometimes being present came from a sense of gabla there is nothing more

that can be done in the face of the client dying,as one participant described: “Even if
| can’t do nothing for them, what | can do is todubbm.” Another participant described
staying by his client’s side even while the clist@pt to ensure that when the client woke
up, the client would be aware that he was present:

| didn’t leave his side. | stayed there becausmétiough | was there for him and |

wanted to make sure that when we sending that mesgs not me going off over

here to look at television. It's me staying heitimg for you...and being present
at that time when he wakes up and “oh yeah, | dhthete” and so we carry on
another conversation.

Whether through physical presence, conversationsht or silence, the
participants describdaeing presenas an important part of their everyday work with
clients in palliative care. Many participants fislait being the person that the client could
talk with was an important part of their care wametimes to the point that their
clients missed them on their days off as this pg@int acknowledge: “He [the client]
always says to me, ‘You know something? | neveehhis conversation with anybody

else. | feel so relaxed and when you are on yays off, | feel a loss.”

Developing a bond

Almost all of the participants talked about devahgpbonds with their clients.
Sometimes this was something that happened natirediause of their shared time
together, and sometimes the participants madetantional effort to develop bonds with

their clients. As this participant suggested, simmes barriers existed to developing that
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bonding relationship, but with perseverance, thegeers can be broken down, even in

challenging situations:

But | always find though that even though they'nsernable, if you are nice to

them, so often, they will soften over time. Iteakime but they will soften over

time and you can kind of break down those baraeis develop a relationship with
them and maybe that’s part of the challenge thké lwith some of the more
challenging ones.

Sometimes shared experiences were used to developda One participant’s
husband had died some years prior. This experiealped her to connect with the
clients who also had spouses die. She used theriexce to help her to have
conversations with the surviving spouse about tief that they were experiencing.
Another participant had a father that had died fAdzheimer’s and expressed that this
gave him the ability to relate to sons who were alsring for a parent with Alzheimer’s.

As with being present, developing bonds with tlebeants seemed to be something
that was very important to the participants andesgonsidered it to be essential to their
ability to provide quality care. Many participassisoke of the friendships they developed
with their clients, considering the importancelwgge relationships and their belief that
their work was more than just doing the tasks. oAs participant put it: “I tend to
become friends with them. | am not so cold asisb pe there.” Another participant
described the bonding as something that was bealdficthe client and to himself as the
care provider:

And so you’re meeting his needs, to show him tloat gre not afraid to touch him

or you're not afraid to be with him in his safetyne because sometimes some
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people put up a wall and | said after the first t&ys we notice those walls coming

down and for this plan that we had. It wasn'taraonth or an eight-month plan.

It was like two months but in that two-month spam ave really gotten to know

one another. We really had that opening. Asd,s&e built, we bonded and it was

a positive thing for him and .

Almost all of the participants used the word friendlescribing their clients. As
one participant explained: “You try to develop i@ridship with them and they [the
family] were, | don’t know, stand-offish about thzdrt of it. They didn’t want to
develop a friendship because they knew what wasngpimIn interviewing this
participant, there did not seem to be acknowledgeitiat perhaps the family was trying
to keep things on a professional level. Yet anoplaeticipant described an encounter
with a client that was therapeutic and client-faxjgevealing the deep connections that
had been made between himself and the client:

| sit between last week and now, and | could sHmat Wwe just became really good

friends and we are speaking now as friends sd ldeg, let it out. Just feel free to

tell me what is going on in your life and then wétild on that. That way, you'll
help me to understand a lot more of what is gomgnoyour life now and | said it
will help me to deal with you plus whoever come® ithis system again, that needs
somebody. In this case, him and |, we carry oncoarversation. We go back to
his childhood, to his mother. We spend our lived tren we sat...so we sat
blending both lives together.

Making friends with their clients seemed a natpiat of care work to the

participants, but at the same time, a tension exXist trying to balance being friendly
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with not getting too close. Bob explained: Hdw what's involved so | don't take it

too personal and I try to distance myself as mschcan. But still, they're human.
They're your friends.” Some patrticipants appedesd able to navigate the tension
between the two sides of “not too close” and frebdtter than others. Bonnie described
a situation with a client with dementia in whicteskias warned by a colleague to watch
herself—that the client would “turn on her”. Boarsaid:
And to me that's what | felt, that she turned on rhéhought, well, how can you do
that? I've always treated you fairly. I've trigdry hard...l kind of felt that | was
doing my best and she wasn’t nice about it.
Bonnie had been treating this client as a frieathar than a client. This participant was
also wary of sharing too much information with olie that might then be shared with the
other residents of the building. Feelings of pcoteeness developed for Bonnie who
said:
But I've tried not to get close to them but sometsnyou can’t help it because you
realize they need help and you’re the only one ¢bates because maybe their
family doesn’t come. They depend on you. Evehely forget your name, they
know your face.
Another participant maintained a friendship witbliant even after that client was moved
to a personal care home. This participant didackhowledge that the friendship might
be outside of the therapeutic caregiver relatignshi
The connections that the participants made wigir ttlients was beneficial not
only for the clients but also for the participastaten the feedback from their clients

helped to show the participants that their work wasiable. As Peter explained:
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You know | appreciate the little subtle things ttiety say to you when they are

around. It makes you feel that your job is wonkrgthing that they said. Like
you know the upper boss does not see the poséeabfick when you are in the
house. They have never seen [heard] the kind wibedsa lot of people say to you.
Making connections with clients was integral to pagticipants’ ideal of what their
role was as care providers. They believed thesramiions to benefit clients
therapeutically, and help to establish importamvidedge that informed their plan of
care. Many of the participants were careful, attiting a desire to not cross professional
boundaries with their clients, but even so, somesitheir actions were questionable.
Interviews suggest that at times, participants teagrawn into relationships with their
clients that move beyond the provider / care reciprole. Although it seems that these
boundary crossings were done with the client’s bgstest in mind, the implications of

this on clients and participants was not explored.

Relationships with the care team

In addition to making connections with clients, gaeticipants spoke about their
relationships with members of the larger care te&tthe core of the participants’
relationships with the larger care team was theepnof value. The relationships the
participants had with the care team worked to esshew the participants that they were
valuable members of the care team or that they netrgaluable and did not matter.

Several participants spoke about the support tiegt teceived from other members
of the team, whether that was fellow health cadesi community nurses, supervisors, or

even the benefits offered by the care agency ti@atved the participant that he or she
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was valued. For example, Mary found that talkim@mother care aide in the same block

was very supportive. She shared:

To be quite honest, | think that if | did not hatat relationship with my co-

worker, | probably would have a huge amount ofdasatisfaction, a huge

amount. | think that it's so helpful being abletétk to somebody because other
wise | mean there is the whole confidentiality esssund who do you talk to?

Sometimes relationships between health care aides mampered by mistrust
between health care aides from different agenca&ing with the same client. One
participant described tension she experienced wherand staff from a different agency
were all involved in the care of one client. Shels

| was so disappointed in the other workers...and bkes, because they were from

[Agency A] and | was from [Agency B], they shunneeé right off the bat. |

wasn't their friend. No matter what | said to thabout the person | was working

for, didn’t matter...and | felt like | was dirt toem because that's how they made

me feel.

Some participants expressed frustration that otteambers of the care team did not
value their knowledge about their clients. Thissfration was sometimes directed at the
community nurses, as Bob explained:

They [community nurses] don'’t ask us at all abbetdlient. They ask the parent

or the spouse about the client but the caregivers. -At least maybe because when

| have been there, | haven’t been there that longtie time when | am dealing the
nurses they didn’t take my advice because | waheite long enough and now the

nurse...l don’'t even the see the nurse anymore.
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Bob went on to say: “like we can give them advicenhat they should do and that but

they don't, they aren’t ...we are like second-clasgens. They don'’t talk to us at all.”

It is in this context that health care aides feeupported in their attempts to ensure that
his or her client receives safe, competent cama fsthers involved in the care. For
example, Mary described a situation with a nurgaming a client she was concerned
about:

| am really quite concerned; you know | was caffimighim this morning. He

seemed much more weak. His breathing was not@s. gand the nurse just

basically brushed me off and she just said, “Hesam appointment with the
doctor on Tuesday.” And he actually died that @wgn.and whereas | felt
something needed to be done with this guy now. thatlwasn'’t the case...When
| came the next morning and found that he had died know, that evening, | just
couldn’t believe it. | was so upset.

Supervisors were found to be both a source of stigpal a barrier to support
depending on the situation. One patrticipant fotnad his supervisor was someone to
which he could turn to for support and describexvmrkplace as a place where “you can
talk to them [his supervisors] about your clien¥u don’t have to keep it all bottled in.
You just talk to someone about it and they listegdu.” This same participant went on
to describe how the company he worked for provs®eeral other types of supports,
such as a gym for staff to use, frequent traingggm®ons and lectures, and being
emotionally supportive in terms of recognizing whais going on in their employees’
home lives and by giving time off for family reasonThese types of supports helped to

increase the participants’ feelings of being a @dlmember of the team.
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Another way that the participants felt valuablewced when they were given

special privileges or assignments because of éxeimplary work record. One
participant described being sent on an out of taggignment. The participant was given
an expense account for the overnight trip and gitierresponsibility to drive the client

to his hometown and back. This participant wasigrof being chosen to do this
assignment and felt it reflected the trust thatemgployer had in him.

Some participants expressed that being heard waaudttibute significantly to their
feelings of being supported. As one participamd:s&eeling that you can talk to your
supervisor or you know, whomever, so that you &adheard and not just being kind of
shut out and pushed away. | mean that would beh&pful, very supportive.”

Sometimes the participants felt their supervisos wat hearing them. One
participant described a situation where a cliewt &iccess to her own medication, which
was frequently taken incorrectly. When the papacait brought this forward to her
supervisor, her concerns were dismissed. As ste sa

| phoned my supervisor and talked to her abouttit® me this is just a med error

waiting to happen. And you know what? My bos$ kisd of said to me, “Oh

she’s really not that confused and she’s just pgftion”...| just — | don’t get it.

And again | think we spend more time with the digran the supervisor does.

They have no idea.

Not being heard in this way led to feelings of edgness and caused distress to some
participants. Because of the close relationshipsthe participants had with their
clients, they felt that they were uniquely quatifiend should be recognized as an

important source of information about the clientiowever, participants did not always
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feel that their concerns or knowledge of the cligate heard, either by the nurses that

cared for the same clients or by their supervisés Peter emphasized: “They [the larger
care team] don’t see us as a significant part@ttre team. Because if you saw us as
that part of it, you'd consult with us a lot more”.

Many of the participants described a relationshigh wtheir employers as one of
inequity. The participants described feeling abdir input was not valued, that they
themselves were not valued and that they werectiessd an inferior member of the team.
Several participants described being reprimandeslupgrvisors for complaints received
from either other staff or from families, beforeecking with the participant for their side
of the story, such as when Bonnie said a nursetegbber to her supervisor for not
washing her hands when in fact she had washedamelstprior to the nurse arriving.
When this happened, the participants describethtgak if they were not trusted and not
respected. It made them feel as if their supersia@re taking the “others” side rather
than theirs, their own employee. The fear of beegrimanded before being able to tell
her side, led one participant to always do whafahngly wanted, even if she didn’t agree
with them. As she explained, “Even if sometim#sink they are wrong, but | have to
agree with them. Otherwise they complain on ydbey make you get into trouble.
Some family members are not very kind.”

Sometimes employment practices contributed tgé#rgcipants’ feelings of
inequities. One of these practices was the mannghich some of the participants were
paid, which was based on the actual time alloctedach visits. If there were gaps
between calls, that time was not considered timekad resulting in the participants

needing to be on the job longer than 8 hours iemotal receive a full day’s pay of 8
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hours. As mentioned earlier in the section on Timany participants took the time

needed to provide care, which meant that they wer&ing through the “gaps” and not
being credited for doing such. This led to feelinfghequity and resentment. As one
participant shared:

| started at 6:00. So if there is no client froBB— 9:00, | am still at work. It's

like a policeman or a mailman if he misses my hamsghe doesn’t drop some

mail inside, doesn’t he get paid? So why is itedént for the home care workers?

Some of the participants believed that if they wendy respected and valued as a
team member, their concerns would be addressed. p@micipant expressed his
frustration at the inequity he saw in his workptace

Even in that 9-hour day you can't even take a washrbreak. Everyone in the

office can take a washroom break. These workers tafind a McDonalds or

they have to find or beg a client or sometimedgenthill even say, “No, | don’t
want you to use my bathroom.

Employment factors such as these contributed tpanicipants’ feelings of being
inequitably treated and not truly on a par with st of the team. When relationships
with members of the larger care team were poorussdipportive, the participants felt as
if they were not as valuable, leading to feel thaty were not really a part of the same
team. Peter summarized how he and his fellow a@iales felt when he said:

It's the home care workers — very, very dedicated/that they are doing. They

want to work. They want to be treated fairly ahedyt want to make sure that

somebody out there is really...I think that what theglly want is to be supported.
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To be given the chance to be on the team that gpuwve are supposed to be on.

They do not feel like they are a part of anybodgam.

Loss

As many of the participants felt deeply connectetheir clients, they expressed
concern about the losses that they might feel vwhey client died. Concerned about
being emotionally affected by the loss, some ofgaeicipants, as mentioned, felt a
tension between developing connections and nangetio close. Several of the
participants mentioned that they had not taken &fitutal courses offered in end-of-life
care that were available to them because they afeail that this might mean that they
would be put into more end-of-life situations, wiibey were not prepared to cope with.
When asked if she had taken extra training in @@l care, one participant replied: “No.
| hate the thought of being with them and all sualden you come back and they are
gone. Can't do that. Can't do that...the idea ofrggghem and all of a sudden they are
gone.” There are three dimensions to theme of hsanticipating the loss, 2)

experiencing the loss, and 3) managing the loss.

Anticipating the Loss

As discussed previously, almost all the participarterred to a tension they
experienced at wanting to get close to the clientnot getting too attached to them.
The discomfort in this attachment was related &éhticipated emotional pain the
participants would experience when the clients desdndicated by Bonnie: “But | just
hate the part when you come back and he’s notdrerenore. And that kind of hurts so

| try not to get close to any of them”.
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Sometimes the loss reflected a loss of the cligrgisonality, such as when

Alzheimer’s took its’ toll. Joanne described thess of needing to repeat information
multiple times to a client with Alzheimer’s and whasked how she coped with that, she
replied: “I find it very hard because | see thdip away, you see, and | get so attached
to the people. That's my problem, | get too atéatto them.”

Robert spoke about his need for distance as songgithitiated by his employer:
“They [his employer] don’t want us to become toosd, too attached, because if you do
then it is hard emotionally.” Some participantarid it challenging to manage this
balance, recognizing that it placed them in vulblErgositions: “when | am so close to
the people, they are like my mother, you know.itSdad.” This same participant also
spoke about being treated like a member of thelyanihis role reversal between a
health care provider and family worked to incretligesense of loss that she felt.

Some of the participants felt powerless at watclhinegdecline of their clients.
Others explained that their work would be bettgrabple did not die, while
acknowledging that this was part of the work, amd@ural part of life. Still, as one
participant mentioned: “the worst part, that | knthey’re getting worse and they’re
eventually going to die. In a perfect world, evsygly would be alive, ok?” When asked
what would make it easier, she replied, “Peopledyitg.” This same participant was
grateful that all of the deaths of her clients Badar occurred on weekends when she
does not work.

An overriding sentiment expressed by most of théi@pants was that of being
unprepared for the death of their client. Thisktedher the form of shock and surprise

when the death occurred, with participants usingd&dike “Shocked”, “can’t imagine it
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happened so fast”, “unprepared”, and “couldn’tdetiit”, or not having the knowledge

to be able to recognize when death was approaciNieg having the ability to recognize

when death was near appeared to cause considstadss to the participants, especially

since they saw a mix of clients, some of who werenflly designated as “palliative

clients” and others who were receiving care foeotleasons. As Mary explained, this

stress was often times related to not knowing wihatkpect and what the deterioration

was going to look like. In this sense, it is diffit to prepare oneself for what is to come:
| mean we have no idea and that could be with &myopatients, not just end-of-
life, but definitely for end-of-life, more so. Whe think of this lady that the nurse
and | are going into right now, | mean, | said, Uynow what? Any day, | think
that any day now we are going to go in there and fier dead. You know because
she is just so incredibly frail right now. Butstthe not knowing what it's going to
look like and what'’s the deterioration going tokdike too. When you don’t know
what you're really dealing with.

Without advanced preparation, some of the particgpéelt at a loss in knowing
what to expect. One participant shared that sleesemetimes able to look to the
palliative nurse to help her navigate this phaskeenfclient’s life. She described one
such encounter:

This nurse was amazing. Like | had never been sotheone who died before and

did not know what to expect or anything and she seagood. | mean she stayed

there and she looked after everything... That sibmatvas new to me and she just

kind of took control and was there to support me stow me what needed to be

done.
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Apprehension associated with anticipating the \eas increased because of the

participants’ fear of grief. Some participants &eautioned by their employers to
not get too close but as we saw earlier, the ppatnts had very close relationships
with their clients and many had difficulty managihgs balance. Not knowing
what to expect increased the participants’ appraberof the loss they knew was
coming. Sometimes, the nurses were able to faiglénd guide the participants so

that they felt supported.

Feeling the Loss

Participants talked about feeling sad and affebiethe deaths of those that they
were caring for. Some participants worked hargubtheir feelings aside and maintain
composure, a skill that was seen as important tbbeeto provide care to those clients
who were still alive. Peter described the neestag positive so that other clients would
not see the loss that he was feeling:

Sometimes you want to cry or you go to your carymulcan feel the tears coming

down...l just lost a friend. | don’t really want tell Mr. Jones [his next client] that

| just lost someone else... | want to go to Mr. Jaanes say, “Hey, how are you
doing?...So you always have to keep up that pesitont.

One participant described a situation where shehivad to follow a client into the
hospital and while that participant was temporaoily of the room, the client died. The
participant described feeling quite distressed wdtenreturned and witnessed the staff
preparing the body, as was the practice in thapitedsof binding the hands and feet post-
mortem. She had not been told that her clientdied prior to witnessing the binding.

Years later, this participant said she was stllitnatized by the event.
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Participants experienced additional feelings etlavhen they became involved in

relationships that extended beyond the completidheopaid caregiver time period. Bob
described a friendship that he maintained withewipus client after that client had been
transferred to a nursing home. Bob would visi$ {erson weekly to take him to the
legion for a game of shuffleboard and in betweem Wgits, the person had a heart attack
and died. As Bob explained:

You know it’s kind of a shock because you're goiogee the client all the time

and suddenly they are not there anymore. It wag &f, not upsetting, but difficult

at first. Cause he looked healthy. He looked.fine
Cumulative losses had effect on at least one maattit who said:

At first in the block | found it very hard becausehe block you see quite a

turnover...when | think of the number of people wiawér died, it's probably the

most people that | ever have die in my whole twemtgrs that | have been with
home care.

These participants all described their experientéseling the loss of their clients
and mentioned that having a client die was padityhard when they did not have
chance to say goodbye. It appeared that oftepadheipants were ill prepared for the
death and were surprised when it happened, whidadtb the depth of emotion
associated with the death. Some of the particgppushed aside their feelings so that
they could continue to care for their remainingts. The participants cared for many
frail elderly clients at home who, even though thegy not be formally declared to be a

patient at end-of-life, they were, in fact, alllgive in a sense.
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Managing the Loss

The participants used various strategies to cofie tve losses that they
experienced. Personal faith practices were impbttasome of the participants who
found comfort in prayer, giving them strength tdphethers. Another participant spoke
about taking a positive approach to his other tsieeven when he had just lost someone
who was close to him. Still others talked about/tlooughts of their clients remained
alive in their memories. This participant, Janentwon to share that she learns from her
clients who have died. She said, “Somehow | shtmddh from them very much. | most
importantly need to cherish my life from their ekipace. | am younger than them. | am
healthier than them. | need to cherish my lifédne was able to take something positive
from the pain that she was experiencing. Being &bkreate a sense of meaning from
the loss, as Jane did, seemed to be a supportigr fa managing her grief. Yet another
participant shared that when she has had a clieathas died, she goes home and bakes,
and as she bakes, she takes any sadness or gimdsef day away: baking allows her
to turn something difficult into something posititret she can then share with others.

Talking with co-workers was another strategy usgddme participants who felt
this to be a source of support because they hakpdirienced client losses and could
understand what each other was going through.

Needing some form of closure was important to sofithe participants.
Sometimes closure was obtained by attending fusie@he participant expressed a
concern that he was not told when the client heldesh seeing had died and had only
found out by reading the paper. This appearecta barrier to this participant’s ability

to gain closure to his losses. Another barrieniified was a participant’s perception that



79
his supervisors did not recognize the bond he baddd with his client and that there

was no ability to accommodate a need for regroupeafgre his next client of the day.

Sometimes grief was shared as in the case of Ktaiythe surviving spouse of
the man who had died. Mary was very fond of thentland said that his death really
impacted her. She continued to care for the wifé through talking with the wife about
her grief, she also able to process some of hergrghin a mutually beneficial way.

All of the participants expressed being affectgdhe losses of their clients in
some way. The deep connections that they madetethclients amplified the feelings
of loss. The participants used various forms tfcae, such as personal faith, sharing
with colleagues, going to client funerals, andeetilon, to process the losses that they
had experienced. Some felt hampered in theirtgldimourn their losses by some
organizational limits and policies, such as nohgenformed about clients’ deaths, and
time constraints that kept them moving from clintlient, even when there had been a
death that needed to be processed. While losa\pa# of the everyday work of these
participants, many of them did not anticipate @l farepared for the loss and the
associated feelings. Some avoided opportunitiesdntinuing education on end-of-life
care, afraid that this would lead to being placethore end-of-life situations. There
seemed to be little recognition that most of thents they see are at end-of-life, and that
the information learned at an end-of-life coursghmbe beneficial in any of their client

interactions.

Summary

In summary, three main themes emerged from the tiagiriving to provide the

best care, 2) Connections, and 3) Loss. It waa that the participants were driven by
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their desire to provide the best care possibletamth the best job that they could for

their clients. They attempted to do their bestraking the clients comfortable, keeping
them safe, sometimes working outside their scopaxtice, and sharing information.
Sharing information was not only a strategy to g the best care for their clients,
but when information was not shared with the pgodiots, it became a barrier to their
ability to provide the best care for their clientBhe lack of adequate time was also
identified as a barrier to the participants’ alitib provide what they considered to be
best care for their clients.

The participants believed that making connectioas an important part of their
role and they did this through being present anetld@ing bonds with their clients.
Within the theme of making connections was the disien of the relationship the
participants had with the larger care team. Téligtionship was at times supportive as
when the participants felt heard, and that themtigbutions were valued. Other times,
these relationships led them to feel as if the tbaheved them to be inferior and not as
valuable as other members of the team.

The participants all expressed feelings of lossnduthe course of their work.
This loss was expressed in three dimensions: ijipating the loss, 2) feeling the loss,
and 3) managing the loss.

Effects of relationships were interwoven throughallthe themes. The
participants considered their relationships withirtislients to be essential to provide best
care. These same strong relationships led themdar@are at times in ways outside of
their scope in role, prescribed tasks, and tinwtall. Their focus on providing the best

care for clients with whom they have a strong @arglationship with factored into the
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frustration and distress they experienced when fbiéyhat their knowledge and

concerns were not valued. This led to frustrabenause of all the health care providers
in the home, they felt they knew the client thetppovided the most intimate care, and
were often the client’s “confidante”. These satreng caring relationships created
situations where the participants became like familfriends, which added to the grief
that the participants felt when these same clidietd. When participants were not given
access to information about their clients, theyardy did not have enough information
to provide best care, they were also not always tbprepare themselves for the
inevitable deaths. When the participants wereabte to provide care of the quality that
they felt should be provided, feelings of distresgerged. This distress was related to
feeling devalued and not part of the team. Ratatiips impacted their entire work
experience from their daily interactions with thdients to the way that they were able
to process or not process their feelings of ldesnany ways, the participants were often
left feeling unsupported by the larger care teadhiaalated in their attempts to provide
the best care possible for their clients.

In the next chapter | will discuss how the findirafghis study align with the
existing larger body of research and the implic®iof this study for nursing, education,

health care organizations, and research
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Chapter 5 — Discussion

The purpose of this study was to learn about tipeences of support of the
health care aides who provide care to people liinnfpe community at end-of-life.
Three themes emerged from the study: striving twvige the best care, connections, and
loss. Findings from this study reinforce the cutn@mderstanding of how working in the
home has unique challenges. The participantssrstbdy, like others studied, are
committed to their work and strive to do their béstalth care aides often develop strong
relationships with their clients and many use #reguage of friendship when describing
their relationship with their clients. Home as filace of care is at once both a private
personal space and a public workplace and thisesaarmbiguity of roles. While other
researchers have identified these links (Mahmud &tM-Matthews, 2008; van
Riesenbeck et al., 2015), this study illuminatest how all encompassing the effect of
relationship is for the health care aide.

Relationships run through all three themes idesdifin this research.
Relationship begins with the very reason the healtk aides choose the work; that is,
they care about people and find the emotional cctiores satisfying. Many health care
aides believe that developing a relationship iscuirement of their work and the key to
quality care. It is this relationship that hetpem to do the best that they can and helps
to make the clients feel truly cared about buat also leave health care aides vulnerable
to increased anticipation of emotional overload wiiee clients die and can increase the
level of grief that the health care aides experenc

Two aspects of the findings that | would like totmaularly focus on are: 1) the

relationship that the participants have with thrgda care team and the associated feeling
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of value; and 2) the tension that the health calesafeel between getting close, but not

too close and the apprehension surrounding endeo$denarios.

Relationships with the team and value

Participants in this study did not always feel likey were valued and respected
members of the larger palliative care/health caaent Contributing to this belief were
incidents when the community nurses did not seelptrticipants’ knowledge about
their clients, when the nurses or their superviggnered the participants’ concerns about
their clients, and when the participants were me¢rgenough information to adequately
care for their client. It was acknowledged that tblationships with other colleagues,
nurses or supervisors were variable and at timekldm® quite supportive. Feeling
supported occurred when the participants feltristeto, when their knowledge about
their clients was seen as valuable, and when sigoesvshowed that they recognized
work done well.

This finding of health care aides feeling like theiowledge about the clients
was not valued lends support to multiple studiemfboth long-term care settings and
home settings. Home health care aides feel beaduke extended time that they spend
with the clients and because of the close relatipssthat develop, they are in the best
position to recognize changes in clients’ conditioth when these changes are reported,
they are either ignored or not acted upon in altim&nner (Denham et al., 2006;
Fleming & Taylor, 2006; Nugent, 2007). This unddwng of the health care aides’
knowledge also occurred in long-term care sett{Bgsack & Chichin, 2001; Carpenter
& Thompson, 2008; Hanson et al., 2002; Pfefferlé/&inberg, 2008; Spilsbury &

Meyer, 2005).
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The research literature has many studies that shathealth care aides do not

believe that employers value or recognize the ematiwork that they do. Findings of
my study show that participants value the emotiovak that they provide to their
clients, are able to notice subtle changes asudt ifshe relationship that has developed
and are distressed when these changes are brangiard but ignored. As we have
discussed earlier in the literature review andifigd, time constraints impact the health
care aides’ ability to develop relationships and assult, their ability to provide
emotional care is hampered. This sends the me&sagehe organization that the
emotional work that health care aides do is neiteeognized nor valued. Several
researchers have indicated that emotional workvisible yet inseparable from the
practical work that health care aides provide (Aan& Neysmith, 1996; Cloutier et al.,
2006; Piercy, 2000). In fact, Aronson and Neysn(ili®96) propose that there is no
vocabulary to describe the emotional aspect ohgdvehaviour and health care aides
themselves often do not recognize the work that #re doing; as a result, this work
remains invisible. It is often omitted from destigps of health care aide work
(Canadian Hospice and Palliative Care Associa006), yet we know that this work is
being done.

Devlin and Mcllfatrick (2010) noted that health eaides in the community did
not always feel supported by the community RNsthedRNs viewed the health care
aide role as primarily providing physical care.eTtealth care aides were not seen as
providing any kind of emotional care so the impafcthat work on the health care aide

was not recognized by the RNSs.
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Devlin and Mcllfatrick (2010) noted in a study lang at health care aides

providing care to palliative clients at home theg brganization recognized that care
recipients identified the importance of continufycare providers and relationships but
when care needs increased, different staff weredhtoin to meet scheduling demands.
This left the care recipient needing to adjustawcare providers and the health care
aide feeling devalued and interchangeable.

Participants in my study noted that there was adteontradiction between what
was said by the organization and what actually oecu The formal message was that
the aides are part of the health care team, bubwhesr input wasn'’t solicited or their
concerns ignored, this sent the message that teesy mot valued. The impact of the
larger organization not recognizing the level ofotional care provided also impacted
the participants’ grief. Anderson and Gaugler @2007) found that health care aides
working in long-term care were able to achieve peas growth from their grief when the
relationship between the health care aide andefident/client was acknowledged and
suggested that failure to acknowledge the health @ige’s grief may hamper the
grieving process. In my study, there was oftemcmmmodation made to allow the
aides to grieve. Participants expressed that thasea need to put their immediate
feelings aside and remain positive so that theydcoarry on with the remainder of their
day and to not let their next client of the daywkribat they had just experienced a loss.
This finding supported several studies in long teare (Funk et al., 2013; Osterlind et
al., 2011) and in the home setting (Devlin & Mcltfek, 2010; Ferguson et al., 1998).

The need to put aside one’s immediate feelingsderao carry on has been well

documented in the literature on emotional labowdkshild, 1979). Hochshild defines
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emotional labour as working to manage an emotidretiaer that be working to show an

emotion that isn’t there, as in smiling and beiteppant when one has to in the course of
employment (shop clerk needing to remain positivithe presence of an angry customer)
or suppressing an emotion such as when a nurseesgeg the expression of grief while
she is in the presence of grieving family membegames (1989) elaborates further and
speaks to the work required of hospice staff whaetmegulate their emotions. James
explains that patients in hospices often exprasgiaty of difficult but very appropriate
and expected emotions such as anger, despaiystration and the staff must be witness
to these emotions, which are not typically preseiat workplace. James proposes that
this emotional work is as hard as physical labothis emotional labour is often done
alongside personal care. Nurses say that theoatidm did not prepare them for the
emotional work required in nursing, let alone iflipve care (Henderson, 2001;
Hopkinson, Hallett, & Luker, 2005). Health cardes do not have nearly the educational
preparation that nurses do. There is no standhrdagional or training requirement to
become a health care aide, nor are there any stindBpractice (Pan-Canadian

Planning Committee on Unregulated Health Worke@9832. If nurses feel unprepared to
provide the emotional care required, it is not sgpg that health care aides feel
unprepared.

The Pan-Canadian Gold Standard for Palliative HQ@ee states that palliative
care is to be provided by a strong interdiscipynaam (Canadian Hospice and Palliative
Care Association, 2006). We need to support tladtlineare aides to be a part of this
team. As participant Peter said. “We all just ianbe part of the team that you say we

are on”.
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Apprehension of emotions at end-of-life

The participants described a constant tension legtweing friends with their
clients and yet not crossing the line to caringrmagch. The participants in this study
were concerned about the effect that their clied#ath would have upon them and many
were unsuccessful in maintaining this boundaryatiffely. This tension and
apprehension were so strong that several partitsgntively avoided education about
end-of-life issues because they feared being potmore end-of-life situations that they
say they were ill equipped to handle emotionallgaaese of their relationships with their
clients. | had expected to find grief related éaths of clients; however, | did not expect
to find this apprehension of emotions associatetd amd-of-life that | saw.

In addition to feeling apprehensive about theitighio manage their emotions,
several participants were concerned that they dichave the knowledge to recognize
when death was approaching. The participants atelitthat they would feel better
prepared if they knew when death was approachidgndrat to expect. This fear was
not unique to this study. Boerner et al (2015) fbthmat the less prepared health care
aides were for a death, the greater their grief Wwémn Riesenbeck et al (2015) took this
further and found that knowledge of the client’'sigoof care was associated with better
death preparedness. In my study, the relationshipthe team comes into play here.
Participants shared that they were seldom told vehelient was palliative and that the
end-of-life was near. Sometimes the community esiigere able to guide them about
what to expect, but that appeared to be the exaepdither than the rule.

It becomes clear that telling a health care aad@ot get too attached” or “watch

your boundaries” is not only unsupportive but istfess and undesirable. As
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demonstrated in the literature review, there araymaasons why a relationship between

a health care and the care recipient is not ontgssary, but also desirable. What is
clear is that the health care aides are in dird nésupport to be able to navigate the
tension that exists in developing a relationshiprimi letting it go to far and how to
handle and manage the emotions that are a parbeidmg care at end-of-life.

There appear to be opposing views with regardsl&tionships in health care.
Some researchers and authors say that managingamist just a matter of keeping
good boundaries. It appears that in reality, baned and emotion management is far
more complex. Carmack (1997) describes how cagegiiearned to manage this balance
over time using techniques such as awarenesg)géttiits, monitoring oneself and self
care. Those who were successful at balance hedwaunderstanding of what was in
their control versus what was not and were not lynidwested in outcome. Health care
aides are the largest group of providers and spgenchost time with the clients and are
ideally situated to provide emotional care and ygcare that is so important at end-of-
life.

Relationship and connection are interwoven throughd the findings.
Participants strive to provide the best care aniévethat providing emotional care to
their clients is an essential component of doimgrthest. At times, they feel
unsupported in their efforts to provide what theglfis necessary for good care. This
leads them to do extra tasks and spend extra tithetheir clients. They begin to see
their clients as family because they feel at tithes their clients have no one else. They
may feel that the care plans are inadequate, sutihesexample of taking out a client’s

garbage when that wasn’t specified. When theati@hship with the larger care team is
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unsupportive and they do not feel heard when thggliheir concerns forward, they are

left with feelings of distress and feeling devaludthen the participants feel that they
have not done their best, even when circumstamedseyond their control, this leads to
distress. It also perpetuates behaviours sucbiag @xtra tasks and working beyond
their paid time because the health care aide begifezl as if they are alone out in the
community. They are alone in managing their gnéfich leads them to avoid end-of-

life situations.

What this study contributes to the current body ofresearch

This study lends support to several different tegitexisting research: the effects
of home care restructuring on the health care aimeimportance of relationship to the
health care aide, the experience of the healthaideeas a self-perceived non-valued
member of the team, the unpreparedness of thehheakt aide for the deaths of their
clients, and the degree to which they experienigt.gr

New material that this study brings to the curterdy of research is the extent to
which relationship with their clients impact theihole work experience, from the
strategies they utilize to provide the best cahéimportance of developing bonds with
their clients and to the loss that they experienteis research further emphasizes the
isolation of this work. The health care aidesrasepart of the collaborative care team
and generally work unsupported in their attemptsravide safe quality care. They are
generally unheard and undervalued. Their confobubward the emotional care of the

clients goes unrecognized and they are left to fenthemselves when grief occurs.
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Implications for nursing

Nursing has a role in supporting health care aildéise community, not only in
palliative situations, but in all situations ofeat home. Community nurses, especially
specialty palliative nurses, can provide one-on{eaehing with health care aides about
clients and can interpret what they are seeingg@alby in end-of-life situations.

Working together, nurses could not only teach lhezdre aides about death and dying
but could also help to mediate when the health aml® client relationship is getting too
close. Nurses are in the best position to engaghhcare aides in collaborative care of
clients as the health care aides spend a largergmbtime with their clients and can
provide nurses with valuable information about¢hents. As van Riesenback et al.
(2015) and Boerner et al. (2015) noted, when heath aides are included in care
planning and are prepared for their clients’ detitby experience lower levels of grief
responses. Nursing can be of great assistance Wénen health care aides know a
client’s end-of-life wishes, they are in a bettespion to ensure that those goals are met.
Nurses experience grief just like health care atteand because of this shared
experience, can offer support to the health cafte. ait has already been shown that one
reason that health care aides turn to each otlecsuse their colleagues know what

they are going through (Denham, et al., 2006; MEx& Kelley, 2015).

Implications for education and training
Health care aides would benefit from specializathtng for end-of-life care,
including dealing with dying and loss, communicgtiith clients about death, how to

know when death is near, and what to report torethResearch shows that most training
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for health care aides in end-of-life is inadequaterber & Johnston, 2013; Denham et

al., 2006; Devlin & Mcllfatrick, 2010).

Van Riesenbeck (2015) found that increased prepassdfor death by home
health care aides was associated with a persoraataess of their own end-of-life
preferences and also an awareness of the cliemdoglife preferences. Increased
positive attitudes toward death have been assdcidta increased education level and
with increased experience with end-of-life expeces(Leclerc et al., 2014; Ferguson,
1998). Health care aides need to be supportexploeng their own ideas around death
and dying so that they increase their comfort leviddis could be undertaken in small
groups of discussion.

Health care aides will be developing relationsiwis their clients due to the
nature of the intimate personal care that is predidnd as a result, will need education
on how to navigate the balance between caring eossing the line into over
involvement. It is vital that health care aidessbpported in their work with clients so
that they are able to manage this level of emotiowalvement. If it is not managed,
then there is great capacity for professional baued to be crossed and for burnout of
health care aides to occur.

More effort needs to be put into giving the heaklihe aides the skills to manage
the emotional work that they do. Carmack (1990 Ahlett and Jones (2007) both
suggest that maintaining emotional balance andileguito be resilient can be taught.
Scheid (in Stacey, 2005) suggests that contracpmomon belief that burnout among
direct care workers is a result of the intense @nat labour that they do, health care

aides find relief in work that fosters deep emadildires with clients. She suggests that
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burnout is the result of a suppression of a woskemotional labour rather than a result

of over-involvement. So the answer is not to advhe health care aides not to get
involved, but rather to give them the skills ang@arts necessary to process the
emotions safely. Health care aides need educatianderstanding grief, normalizing

their grief, and the opportunity to debrief.

Implications for health care organizations

Health care organizations have a responsibilityetiter align their actions with
their stated policies. As one participant remarkéol say we are the jewel in the crown
and that our opinion matters and then you telbushiut up.” Several other researchers
noted this discrepancy (Bowers, Esmond, & Jacol2oo3; Pfefferle, & Weinberg,
2008). Existing research clearly shows the impmezof the health care aide/care
recipient relationship for quality patient care dodpatient satisfaction, as identified in
the literature review. Organizational practicesdhto align with this fact. Health care
aides are the largest group of health care workedsspend the most time with clients in
the home. Their ability to affect the quality @fre is enormous.

Several studies looked at retention of health aates and several identified job
satisfaction and strong supervisor support as fathat kept health care aides in their
jobs. The need for health care aides is growirgnpmenally, as discussed in chapter
one and competent health care aides need to bersego that they will stay in the
vocation and not leave for other work. Organizadioeed to acknowledge the impact of
caring on health care aides and provide appropsigteort.

Several researchers caution that threats to a werdeility to form and maintain

relationships with clients (such as increased vaai#ts, changing caseloads, variable
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work schedules) form the biggest issue in home (eaton et al., 2002; Martin-

Matthews & Sims-Gould, 2008).

Health care aides need to become a part of theafarane team and knowledge
needs to be shared in both directions in ordetifethealth care aides to feel supported in
their work. To this end, nurses and case managsd education in putting
collaborative care into practice. Palliative camarks because of a strong team effort
both for patient care and for mutual support oheather. Mutual understanding of grief
helps members of the team to support each othérerMhe largest component of the

team is left out, we do a disservice to our clients

Directions for future research

We know that health care aides have identifiededrier increased support and
education. In particular, areas needing furthedysin broad terms are grief and
emotional coping of health care aides. Futureareseneeds to look at the effectiveness
of various interventions for support such as dogglfulness training or resilience
training help the health care aide to find balandadeir emotional work? Does
education about end-of-life and communication tragrhelp to prepare health care aides
to be better prepared for the deaths of their di2nWhich education methods work best
— small group learning with demonstrations of comioation techniques, computer
based learning programs, or mentor/buddy experghdeauture research needs to focus
on the unique needs of the health care aides wdoda end-of-life care to those living
in the community. Community health care aides pliog end-of-life care have unique

needs and these need to be addressed.
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Summary

This study was undertaken using an interpretisedgtive approach to
understand how health care aides who provide pa#igare in the community
experience support. A total of six health caresidere interviewed. Data was analyzed
and three themes were identified: striving to pdevihe best care, connections, and loss.
Striving to provide care included dimensions radateways in which they were able to
enact this care. It also included two dimensitias &t times were barriers to providing
this care (information sharing and time). The teevhconnections emphasized the
importance of connection that the participants\wdh their clients. It also included how
their relationships with other members of the ¢aean often left them feeling devalued
and isolated. The third theme of loss had threeedsions: anticipating the loss, feeling
the loss, and managing the loss. Findings shotegdorticipants were very nervous
about experiencing the death of their clients bseani the close relationships that had
developed and many avoided further education inadfifle care because they feared
that this would put them in more end-of-life siioas.

Relationships are central to the participants B&pee and drive their behaviours.
This can be positive such as when it leads to balohg to provide excellent care when
they know the client so well that they are abledtice subtle change and avert untoward
events. This can also be potentially harmful asmtiey are put in vulnerable positions
such as when they have gotten too close to a slighout the associated organizational
support to manage the emotions. Because of thetimo of the work in community,
health care aides can feel as if they are workirtgoa their own, unsupported by the

larger organization.
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The population of Canada is growing older and thnalebe a huge increase in

demand for home care services in the near futBemple want to stay at home to die and
health care aides are essential to the abilith@thiealth care system to be able to deliver
this service. An army of qualified, well-traineddith care aides is going to be needed.
This army will need to include a large componenh@dlth care aides trained in end-of-
life care, comfortable with being with the dyingihe public expects palliative care to be
delivered by knowledgeable, caring staff. Theeeaready large numbers of committed,
caring health care aides working in the commuratithey need now is the support to be

able to be the best care providers that they can be
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Appendix A — Letter to Agency Managers

Dear (Name of Manager),

My name is Florence Misurka and | am a graduateestuin the School of Nursing at the
University of Victoria. As part of my studies, inaconducting a study looking at how
supported health care aides feel in providing imbaare to patients at end-of-life.
There is very little research looking at this isane yet health care aides spend many
hours looking after people at home who are dyihgm interested in speaking with
health care aidesvho have looked after a dying patient in the haet#ing within the

last 2 years. | hope to gain an understandingehealth care aides’ experience of
support (emotional, educational, and organizatjotait will inform thedevelopment of
support systemsfor this group of health care providers.

| amrequesting your permissionto attend any meetingyou might have already
scheduled with either the health care aides or thgiervisors so that | could take a few
minutes to speak with them about my study and\drtheir participation If no such
meeting is planned in the near future, | am hopivag you might be willing to speak with
me and help me figure out how to best contact healte aides who might be interested.
| will be following up with you in about a week’srte by phone to discuss the study and
address any questions that you might have.

Thank you for considering my request. If you hang questions, | can be reached at
XXX-XXX-XXXX, OF at XXX-XXX-XXXX or at email . 1 will be working under the
supervision of Dr. Kelli Stajduhar, who can be teatat 1-xXx-xxx-xxxx, or email

. | expect that data collection will benpleted by June 2015.
Thank you for your time.

Sincerely,

Florence Misurka, RN, BN, CHPCN(C)
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Appendix B — Recruitment script for managers of agecies

Florence Misurka, RN is a student at the UnivgrsitVictoria completing a
Masters of Nursing degree. She is interested mieg about the health care aides’
experiences of support as they provide in-home foaineeople at end-of-life living at
home. If you are interested in sharing your exgeres with her, please take a copy of
the enclosed Participant Consent form that givesermdormation about her study and
her contact information. Participation in thisdstus entirely voluntary and completely
confidential.
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Appendix C - Recruitment letter for Health Care Aides

Hello,

My name is Florence Misurka and | am a studernti@tiniversity of Victoria completing
a Masters of Nursing degree. As part of my stydiam required to conduct a research
study. | am interested in learning about your eignees of support as health care aides
as you provide care to people dying in the hominget

This research is important because very littleassehas looked at the experiences and
needs of the health care aides working in the hestténg with palliative patients. My
hope in conducting this research study is to usertformation obtained to aid in the
development of support systems for health caresaide

If you are interested in sharing your experiendgzaviding care to people who are at
home and dying, please take a copy of the inforooedent letter that | have. If you still
wish to participate after reading the letter, pteasntact me at the number listed on the
letter. | would also be happy to answer any qoastthat you might have. | would ask
that you participate only if you have looked aftaitying patient within the last two
years.

The interview will take between 1 and 2 hours amtlagcur outside of work hours at a
time and location convenient to you.

Participation in this study is entirely voluntanydaconfidential. Your supervisors will
not be informed of your participation. In appréicia of your time and participation, |
will give a small honorarium in the form of a $1ift gard to Tim Horton’s.

Thank you.
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Appendix D - Recruitment script for meetings withhealth care aides

Hello,

My name is Florence Misurka and | am a studernti@tiniversity of Victoria completing

a Masters of Nursing degree. A part of my studiesn doing a research project to better
understand how supported you feel when you prosddte to people dying in the home
setting.

This research is important because very littleassehas looked at the experiences and
needs of the health care aides working in the hesttéeng with palliative patients. My
hope in conducting this research study is to usertformation obtained to aid in the
development of support systems for health caresaide

| am interested in hearing from health care aides im the last 2 years have looked after
a person at home who was at the end of their Mg.intention is to learn from you. If
you are interested in participating and would Bkene more information, please speak
with me at the end of this meeting or give me &aakxx-xxx-xxxx. My contact
information is also available on the poster thatvailable.

Thank you for considering my request. Your pertipes will be very helpful in
informing how to best support health care aidabéimportant work that they do.
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Appendix E- Recruitment Poster

Areyou. ..

. A health care
aide who works in the community
and has provided end-of-life
care to a patient in the last 2

years?
. Willing to
share your story?
If so...
| would like to hear from

you!

| am a masters of nursing student at the University
of Victoria and | am conducting a research study to
see what kinds of supports are available to health
care aides providing palliative care in the home
setting.

This research is important because very little
research has looked at the experiences and needs of
the health care aides working in this setting. My
hope in conducting this research is to use the
information obtained to aid in the development of
support systems for health care aides.

What's in it for you?
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. The chance to
have your story heard

. The opportunity
to help influence the work
environment of health care aides in
the community

. A $10 qift card
to Tim Horton’s

If you are interested...

Please call Florence Misurka at xxx-

XXX-XXXX or email at to
hear more details about how to

participate. Remember, all

participation is confidential and

anonymous.

Thank you
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Appendix F — Questionnaire for Context

How long have you worked as a health care aide?

How long have you worked in the community as athezdre aide?
Are you certified as a health care aide? Yesmr N

What is your level of training?

Have you had any specific training in palliativeealf so, what was the training and
how long ago did you complete the training?

In which age group are you: 20- 30 years, 31-40syed -50 years; 51-60 years, over 60
years?

Are you male or female? (Please circle).

Do you work for the Winnipeg Regional Health Autitp(please write out in full) or for
a private agency? (Please circle).

Have you had any experience with loss due to deatbur personal life? Yes or No
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Appendix G — Interview Questions

Can you please share with me:
How long have you been a health care aide?
Tell me about your training and how you came tavibeking as a health care aide?

Have you had any specific training in palliativeealf so, what was the training and
how long ago did you complete the training.

When was the last time that you looked after agpativho was dying?

Tell me about an experience you have had caring thiing patient while you were
working.

What was it like caring for the dying person?

What is the most stressful part of providing caredlliative patients and how do you
cope with that stress?

Questions related to being part of a healthcamatea

When you hear the word “support” from the healtrede@am, what comes to mind for
you?

Where do you find support and what does (or wotlld) support look like?

Can you tell me about a time that you felt suppblte other healthcare providers as you
work?

Can you tell me about a time that you did not segiported in your work?

What helps you to do your job well?

What hinders you in providing care to the bestairyability?

What is your relationship like with the palliatineirses that visit the clients at home?

Can you describe a time that you had a signifieacbunter (positive or negative) with
one of the visiting nurses and how did you feel?

Do you feel that the visiting nurses are supportitgour work? If so, what specifically
do they do that supports you? If not, what spealifjcds unhelpful or unsupportive?
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Is there anything that you would change in yourkiay environment and if so, what
would that be?

Is there anything else that you would like to te# about your work?



119

Appendix H — Information to nurses for help in recruitment

My name is Florence Misurka and | am a graduateestuin the School of Nursing at the
University of Victoria. As part of my studies, inaconducting a study looking at how
supported health care aides feel in providing imbocare to patients at end-of-life.
There is very little research looking at this issuel yet health care aides spend many
hours looking after people at home who are dyingam interested in speaking with
health care aides who have looked after a dyingmpiain the home setting within the last
2 years. | hope to gain an understanding of tladtlineare aides’ experiences of support
(emotional, educational, and organizational) thiitinform the development of support
systems for this group of health care providers.

| am requesting your help in providing informatiabout my study to the health care
aides that you see during the course of your dayou are in the home of a palliative
client at the same time as a health care aide,dskimg that you give the health care aide
a copy of the poster about my study and relayriportance of this study.

If the health care aides have questions, pleaseueage them to call me and | will gladly
answer any of their questions with no commitmenuned of them. If the health care
aide is interested in participating, please ashr thermission to pass on their contact
information to me. When | contact them, | will éxip the study in more detail and then
if they were still interested, we would make an @ppnent to meet in person. The
health care aide can also call me directly usirmgdbntact information on the poster, if
they feel more comfortable with that method.

If you have any questions, | can be reached abxoxxxx or email I
will be working under the supervision of Dr. Ke8tajduhar, who can be reached at 1-
XXX-XXX-XXXX, or emalil

Thank you
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Appendix | — Consent form

Participant Consent Form

University
of Victoria
School of Nursing

Experiences of Support as identified by Health Caréides providing in-home care to
patients at end-of-life

You are invited to participate in a study entitled
Experiences of support as identified by Health Cardides providing in-home care to
patients at end-of-life
conducted by Florence Misurka, RN, BN.

I, Florence Misurka, am a graduate student in dt@8l of Nursing at the University of Victoria.
As a graduate student, | am required to conduetres as part of the requirements for a degree
in Nursing. | am conducting this research undersipervision of Dr. Kelli Stajduhar. You may
contact Dr. Stajduhar if you have further questibpgalling xxx-xxx-xxxx or by email at

Purpose and Objectives

The purpose of this research project is to gaioraterstanding of the experiences of support as
identified by health care aides providing in-horaeecto patients at end-of-life. My goal is to use
the knowledge generated to inform the developmestipport systems for this group of health
care providers.

Importance of this Research

Research of this type is important because it adeea gap in the current body of research.
Very little research has looked at the experieeesneeds of health care aides, regardless of
setting and even less has looked at the experiefi¢esalth care aides providing end-of-life care
in the home setting. Health care aides are thepgod health care providers who spend the most
time with patients at home and have the potertiakperience the most intense emotional
stressors, yet little is known about their needs wegard to support. It is anticipated that the
knowledge learned from this research will inforre tlevelopment of support systems for this
group of health care providers.

Participants Selection

You are being asked to participate in this studyabee you are a health care aide who has
provided end-of-life care to a person living inithteome during the last 2 years of your
employment.

What is involved?
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If you consent to voluntarily participate in thesearch, your participation will include a single
one-to-one interview lasting approximately 1- 2 tsoat a time and location convenient to you.

An audio recording will be made of the interviewddwill take some written notes during the
interview. | will transcribe the audio recordinyself.

Please be advised that information about you thgathered for this research study will not be
identifiable as belonging to you.

Inconvenience

Participation in this study may cause some incomve to you, including the time and location
of the interview. To compensate for this, | wiltange the location and time of the interview to
your convenience.

Risks

There are some potential risks to you by partiaiggain this research and they may include
feeling some emotional distress in talking aboutryexperiences. To prevent or to deal with
these risks | will stop the interview if necesstrygive you a chance to compose yourself,
reschedule the interview for another time or camimith the interview and ensure that you have
contact information for follow-up emotional support

If information is revealed by you that pertainstdivity of an illegal nature, such as abuse
towards a client, | am duty bound to report thfsimation.

Benefits

The potential benefits of your participation instihesearch include a feeling of “being heard” in
the telling of your story. Society would benefitchese we know that the need for home care
services is increasing in general and with the@giopulation in Canada, the need for increased
home care services at end-of-life is also increpsiine health care aide who feels supported in
all aspects of his or her role will be able to pdevquality care. The state of knowledge benefits
from this study because this study addresses aghp body of knowledge currently available.
Information about the health care aides who propaléative care at end-of-life in the
community setting is sparse and this study willradd this gap.

Compensation

As a way to compensate you for any inconvenienieget to your participation, you will be
given a $10 coffee shop gift card. If you congerparticipate in this study, this form of
compensation to you must not be coercive. It ighioal to provide undue compensation or
inducements to research participants. If you wangldparticipate if the compensation were not
offered, then you should decline.

Voluntary Participation

Your participation in this research must be comghjetoluntary. If you do decide to participate,
you may withdraw at any time without any conseqgesrar any explanation. If you do withdraw
from the study your data will be used only if yauegpermission to use the information already
collected. If you withdraw and ask that | not ugermation already collected, all information
you have given will be destroyed.

On-going Consent



122

It may be possible that the data that | collect tmaysed in a future study. There is a section at
the end of this document where you can indicate geaision regarding this. If you do decide to
allow the use of your data in future research, ytaia will be completely anonymous and
confidential. This means that any identifying imf@mtion will be deleted.

Anonymity

During the course of this study, | will identifyaaparticipant by a pseudonym. There will be a
master list containing the name of each participauat the pseudonym assigned to his or her
interview data. This master list will be kept itoaked location, separate from the interview
data. The list will be destroyed once intervievalgsis is completed.

Confidentiality

Keeping the participant name and pseudonym sepfaoatethe audio recordings will protect
your confidentiality and the confidentiality of thata. Pseudonyms will be used in all
documentation. Any identifying information will lmemitted or changed in any publication of the
study.

Dissemination of Results

It is anticipated that the results of this studit v shared with others in the following ways: a
written thesis and oral defense of the study, pitasiens at scholarly meetings, published
articles, and the Internet (masters theses at tinetsity of Victoria are available online and can
be accessed by the public). | will also sendtadetummarizing the results to all participants
who request a copy.

Disposal of Data

Once the study is completed, all electronic datéherlaptop will be erased. The remainder of
the data, the paper documents, audiotapes, arxhthep flash drive will be kept for a period of
7 years. Once this period is finished, paper copidl be shredded. Audiotapes and the flash
drive will be erased and then destroyed by inctnama

Contacts
Individuals that may be contacted regarding thisigtinclude my supervisor, Dr. Kelli Stajduhar
whose contact information appears at the stattisfdocument.

In addition, you may verify the ethical approvaltlois study, or raise any concerns you might
have, by contacting the Human Research Ethics ©#iche University of Victoria (250-472-
4545 or ethics@uvic.ca).

Your signature below indicates that you understaedabove conditions of participation in this
study, that you have had the opportunity to have yoiestions answered by the researchers, and
that you consent to participate in this researchept.

Name of Participant Signature Date

Future Use of Data
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| consent to the use of my data in future research: (Participant to provide
initials)
I do not consent to the use of my data in future research: (Participant to

provide initials)

| wish to be informed in the event my data is reqjee for future research:
(Participant to provide initials)

A copy of this consent will be left with you, and a copy will be taken by the researcher.
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Appendix J — First discussion with participants

Thank you for your interest in participating in ghétudy. My hope in conducting this
study is to gain an understanding of health cadesaiexperiences of support as you
provide in-home care to people at end-of-life. Nbal is to use what | learn to help
develop programs of support for health care aides.

Very little research has looked at the experierichealth care aides who work in the
home setting and | believe that the health caresagd a group have important knowledge
that we can learn from.

In the last 2 years, have you provided care torsgmeat home who was at end-of-life? If
it is ok with you, | would like to give you somefammation about the study so that you
can make an informed decision about participatmtis study.

If you agree to participate, we would set up a tforean interview that will take between
1 and 2 hours. This would take place out of worketibut at a location and time
convenient to you. Participation is entirely valany, anonymous, and confidential. No
one will know that you are participating. You caroose to withdraw from participation
at any point in the process. | will make an augicording of the interview to aid in my
analysis at a further point in the study. Thesmmings will be kept for 7 years in a
locked cabinet and then will be destroyed alondn ity other data such as hand written
notes. In compensation for your time, | will giyeu a gift card in the amount of $10 to
Tim Horton’s. Are you still interested in participag? If so, let's set up a time to meet.



