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Abstract
This studyexploread the challenges experiencky bereaved family members and
healthcare professionals (HCRs$)the enebf life in a hospitaballiative care settingrhe
research focused aiderly personssuffering with a lifelimiting iliness.The gudy
sought tadentify common conflicts awell asstrategies and helpful tools to negate these
challenges from occurring ingHuture. Strategies and practical toolere introduced in
a 2-partworkshop(mirroring a flipped classroom approaatesigned tassistHCPs in
their professional developmely providingmore clarity through the trajectory of
palliative careA thematicanalyss of the literature revealetloverarching themega)
lack ofand ineffectivecommunication(particularly between the bereaved family
members and HGP, (b) delivering effective symptom management for pessuith a
life-limiting iliness (c) ladk of enptional support botfor families and HCPsand(d)
feeling unequipped for the care involved during palliative ¢Hne.workshop
highlightedtheimportanceof effective conversatigrestablishing a safe and trusting
environmentand encouraging ceistentdiscussios thatultimately dictate the care
provided in palliative care he workshop adoptédo | cabadés t hasisry of ¢
theoretical frameworkwhich comprisedhree forms: relief, easand transcendencia
addition, the workshop introdedtheacronym ADDd advancedtare planning, having
thediscussionresulting in theleliveryof appropriate care unique to the individual with
the life-limiting illnes® for useas a gidelinein HCP® p r diadingsmfthe study
canmake a positive impact byimproving the quality of care during the eafilife

process in palliative care.
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CHAPTER ONE: INTRODUCTION
Placing a loved one irgfliative care is a very emotional and ditfitdecisionto
come to terms with when an individual has been diagnosed withlarifeg illness.
When caring for a patient in palliative care there is a possibility of dealinghveitmd
of-life (EOL) process. Keping this in mindit must be asked most individualsare
readyto have tle conversatiorabout the care duringOL, doser to the endo
individuals understand trdifference between palliative caaiad hospiceare? Where
did palliative careriginatefrom?1 believein order to discusthesetypes of questions,
increasing awarenesad establishing aomfortable and safenvironment aressential
in promotingpalliative care pedagogpccording toHealth Canada €2018)Framework
on Palliative Carein Canada
The term palliative care emerged in Canada inthelmedd7 0 6 s, i ni ti al l
medical specialty serving primarily cancer patients in hospitals. However, since
then, the scope of palliative care has expandeaclude all people living with
life-limiting illnesses. With an aging population, demand for palliative care,
delivered by a range of providers, has gro{pn4)
As a practiing palliative care nursé have come to reakzthat many people have
different views and beliefs abda©OL andthe use otomfort measureis palliative care
When meeting the needs of a patjénis imporantto considet hat Af ami |y and
religion culture, language, literature and the arts, and the media influenattitowcies
towards deatho (Southwestern ORrdgami o Hospi
[SOHPCEP] 2013, p. 14)The strongperception of death and dyimgay cause

challengesvith providing specific comfort measurgspalliative care Comfort measures



consistof treating the symptoms associated veitthronicconditionor terminalillness.
These treatmentiaclude but are not limited to pain management, sedagmositioning
and fluid administrationParola, Coelho, Sandgren, Fernandes, and Apostoid)2
estimateit hat each year more than 40 million pe
million who are at the end of life. Therefore, more healthcare professiariaén before
are needed to provide18hi s care at the end
The man goal asahealthcare providgiHCP)is to improve the quality dife
during palliative careby focusing on the patienatientcenered careaccording to
Health Canada s ( Bré@rkewsoyk on Palliative Care in Canads®a major aspect of
progressive palliative care:
Palliative care should be persamd familycenteredThis refers to an approach
to care that places the person receiving care, and their family, at teeaien
decision making. It places their values and wishes at the forefront of treatment
considerations. In perseand familycentered care, the voices of people living
with life-limiting illness and their families are solicited and respediedt)
Thisis a professional standard of practice that is followeHG¥s; however the process
may becomdifficult when emotions are involved and rash decisions are made by family
membersAs a resultdecisiors madanay contradict the best interest of the padtien
In my own personagxperience as a palliative care nurse, a common diggitlte
the treatment provided during cavasthe administration of pain medicatioh.
narcotids potency accompanied withultiple side effects and adverse effardsput the
family members in a panjguestiomng the overallintention of theHCP. Questions such

as Ahow do | know that my r elwdheishedbe wi | | be



properly cared f or byetah 204, e Speeifrequnatlylaskpde o p |l e 0
and the challenge exists witie unpredictability of each condition and the prior
knowledge of family members about pain managent@mte the patiens no longer able
to make their own decisions due to the severity of the conditierSubstute Decision
Maker(SDM) or Power of AttorneyPOA) stefsin to make the important medical
decisions for th@atient This wuld become problematic if th®DM or POA makes a
decision based on theakvn misconceptions abotite comfort measuegprovided in
palliative care An example of this in my experience was a family member refusing pain
medication for their loved one due to ithewn fears of theme d i ¢ aséver®sdé s
effects In this casethe family believed the nursing staff were speedingheylying
procesgshrough the administration of pain medication (hydromorphoried patient
continuel to suffer andconsistenhealth teachingvasrequired to inform the family
members and patient of tepecificcareprovided.However, wa the conversatiotiear
and concisdetween the patient, famjlgndHCPregarding the plan of ca#& herefore,
theneed forongoinghealth teachingpy HCPs in a hospital settinig paramounto
explain and further clarifthe treatments that aperformedduring palliativecare.
Whenaddressing one of tliestiors abowe regarding the difference between
hospicecareand palliative card have witnessedte confusiorbetween family members
and patientsvhenexpecting a hospice caeavironmentand instead receivingpalliative
care environmenin a hospital settingCanHCPs distinguish the differencleetween both
setting® | believed thatdefining thephilosophy of hospicand palliative cargvas
needed tanighlight the difference of the two typeseafivironmentsin retun, giving the

HCPs astrongemunderstandingf the differencesind similaritiesof both types of car®



feel confident in communicating with family members when tkesan indicationfrom
families and patientthat theravasconfusion between hospicadapalliative care.
The Difference Betweerthe Philosophy ofHospiceCare and Palliative Care
When a patient is admitted the hospital for palliative care glprocesivolves
an approach that improves the quality of life of patients and their fanfid@ng
the problem associated with kfereatermg illness, through the prevention and
relief of suffering by means of early identification and impeccable assessment and
treatment of pain and other problems, physical, psychosocial and sp(kitieald
Health Organization, 2@] para 1)
In preventing ad relieving prolonged sufferingninterdisciplinary team of
HCPswork together in providinglignity andappropriate comfort measurascording to
the need of the patierfor the purpose of this reselaythe hospital settingrasthe focus
of the reseah. When a individualis admittedinto hospice carehe patient igiven a
prognosis of 6 months or legslive by the attendinghysician and the patierg no
longer receiing any further treatmdnHospice carés descibed asatype of palliative
care.Hospicecarefifocuses on the quality of life for people and their caregivers who are
experiencing an advanced, Hieiting illness. Hospice care provides compassionate care
for people in the last peas of incurable deaseso that they may live as fully and
comfortably as possibbe Arfierican Cancer Societ2019, paral). When this occurs,
both types of carprovided ould be confusing to the public, when batesimilar with
the priorityof careto the patientWhile in hospice care, the patient is given less than
monthsto live; the multifaceted trajectory of palliative care is depicted through the

unexpected train of events that occur. For instance, when an individual suffering with a



life-limiting illness beginso decline in a hospital setting, the patient is deemeebénd

life. Moreover, at this point, the decisions become more challenging and difficult to make
with a lack of guidance. Due to the unpredictable life expectancy in palliatiegl ¢alt

it wasparamount to have the main faconthe entirety opalliative careln
contemporaryrganizationsboth hospice angballiative care are combined and referred

to ashospicepalliative care. Hospice care becomes &t jod palliative carehowever

therearedif er ent settings for the type of care
For the purpose of this paper, | foed®n challenges thathayoccur inproviding

palliative care in a hospital setting.

Thefollowing sectionexpand ontheorigin of palliative cae. Cicely Sanders was
aninstrumentainfluencerwith thedevelopmenof palliative careSt . Chr i st opher
Hospicewasone of the first modern hospgdounded by Cicely Saunders in southwest
Londonin 1967. Cicely Saunders ti@ mommental impact on revolutionizing the
concept ohospice care by introducing the culture of palliative care.

The Influence of Dame Cicely Saundersin Palliative Care

Total pain wasot consideredn important factoof patient cardefore Cicely
Saundes changed the perception of paimvo myths were common in pain management
between doctors and patien®ne mythchallenged bysaunders (2000) regadthe use
of analgesics and how patients on pain medication would become dependent on them
instead btreaing the actual paié a mythbelievedby manyindividuals today. Another
mythwas stating that theffectiveness othe analgesiavas only based on the frequency
of the doses. Thus, the medication was only sactihg and used for emergency

situatiors (Saunders, 2000).



These myths were quickhgfutedthrough the data collected in Saundess
resear ch. intrbduced the ided of ®otal pdin, which included the physical,
emotional, social and spirituall)di mensi ons
Saunder@ Bndingslead to effective pain managemeasah e fAi nsi st el t hat
needed dignity, compassion, and respect, as well as rigorous scientific methodology i
testing treat me n tlsThehfliRic approachnvds,idaéfitddabab , p .
essentiatomponento follow in providing optimal care faa patient.Saunderdoecame a
medical directgrstudying paimmanagemenwith the incurably ill and devoted her life to
increasing the need for hospice palliative bédsddition, Sanders mada difference
by improving the quality of care to all patients in need of thes@mes Without
Saunder8consistentledicationand research in this specialized field amdphass of the
importance of palliative care in modern medicioer saiety today would be less
comfortable with theulture ofpalliative care.

The researchonductedreflects the nature dthanatologythe study of death and
dying that looks at theumanemotions, experiences, expectaticared the realiesthat
occur duing the dying proces¥Vithin this researchthe gapwvasapparentn the general
practice of lealth teaching that ocaed betweerHCPs and family members/patients
regading theactualcare thatvasprovided According to the literature (Bélanger et al.,
2014 Caswel] Pollock, Harwood, & Porogk2015 Francois Lobb, Barclay, & Forbat
2017), éfective communicatioo determine the wishes of an individual, the ongoing
care providedand constant suppontaslacking within the general practice of palliai
care in a hospital settingfhe lack of knowledgé h aapp&entduringpalliativecare

shouldberectifiedthrough eceivingpertinent conversations (health teachimfpwever,



the lack of knowledgand possible disagreeentduring theseconversationanay pose a
conflict and createhallenges that occur when providing comfort measurE©atin
palliative careThe workshopleveloped in this papéelps to identify more practical
strategies and tools to assisth effective communication in order tmprove the overall
quality of palliative careThe followingsectionelaborate on the different facets
involved with improving the quality of palliative care.

Improving the Quality of Palliative Care

Creaing a sde spacaes crucial when starting the fifult conversation
surroundingdeath Losing someonis a challenging processd with the lack of
discussion about the individuals plans of death and care provided duria@lthe
process, the experience becommese dauntingand stressfulAccording tothe
SOHPCER2013) the journey toward&OL can beoverwhelming however, Aif
need of aperson who is dyingremet the journey can baprofoundexperience ( p .
21). Through advanced care plannifwghichis discussed furtlran Chapter 2and
effective communication with continuous discussion, this in turnshigdeliver the
required care for the patient according to their wishes. This is a true reflection of the
acronymiADDoOthat | created for the purpose of the workshem guideline for
palliative care practice.

AsaHCP, this is wultimately the driving fo
caring for arEOL patient in palliative carén this new age of technology and advanced
medical care, people an@w living longer (HealthCanada2018).Thus, the goal is to
ensure that the journ@f living concludes in a profound wdgr the patient and
bereavedamily members by alleviating any challenges that may o@ue.to the aging

population and the increasing numberrafividuals dying from lifdimiting illnesses



palliative care has become an essential healthcare need witkioctety. The
complexity of palliative care has resulted in the patient and family members encountering
needs that are placing new demandsherhiealthcare system in fdifent settings. In turn,
the need for advancedre planningeducation in this specialized field is paramount
(Ontario Palliative Care Network, 201 8uilding a strongherapeutigelationship
between the patient/family amtCPis vital to support thedient and family through this
process anénsuethat clear requests and decisions are made and performed when caring
for aterminally ill patient.

The main purpose of thigeraturereviewwasto explorethe challenges
experieced by bereaved family mémrs, registered nursesd attending physicians
caring for arEOL elderly patient during palliative care in a hospital settingilizeda
thematic analysito identify the need for important discussions about palliative bare
the final portion ofthe paper, presenéda workshop that highligetian educational
session about palliative caspecificallyfocusing orthe EOL conversation between
family and HCPs. In addition, the workshop inclddelpful methods to overcome the
common challenges expenced in palliative card he rigorous researdbcused orthe
lived experiences through the lens of the individuals involved in palliative whieh
allowed for their voices to be heaithese experiences assistedisctovemg effective
strategiedor palliative care pedagodiat could be implementeaatior toand during
hospitalizationFrancoisetal.( 2017) stated that dAconflict
recognized phenomenon, [however], there has been little primary reswatche few
papersrepot i ng conflict are baseMS9 nhisgmmecdot al

sparked an interestr my researcland has influenced thdirectionof the papeby



shedding more light on the challengesl conflictghat occuywhichin turn, determired
the qap inresearchihat exiss aboutthe complex process in adult palliative care.

Whatcauseghallengedo occurduring palliative care between family members
and HCPs?How canHCPs create a safe and comfortable environmeuligous the
difficult questiors with the patient and family members regarding death to improve the
overall quality of palliative care? AtdCPsand patients/family membefglly equipped
with the knowledgéeo cope with the process of dyin@he last question thya gives the
rational fa the development of the pedagogical workshémw can incorporating
palliative care pedagogy improve the overall care of a patient durirkahgroces8
These questions fueled the needtf@mresearctand workshop presented hefde
commonthemes/chéngesndicated througbut the literature reviewandmy own
empirical research in palliative canere thefollowing: (a) lack ofand ineffectie
communication(b) delivering effective symptom managementdqgoerson with a life
limiting illness (c) thelack of emotional support for botlereavedamilies and HCPs,
and(d) feeling unequipped for the care involved during palliative care.

In this body of work, a metathnographic synthesis approachsused tdfurther
expore the cetral phenomenonf interest.According to Noht and Hare 1998), fia
metaethnography is driven by some substantive interest derived from comparison of any
gi ven set 3.Thesteratudeicrosen waé gpecific to the point of interest and
a thematic analysisvasusedto discover the common metaphors/themes throughout the
literature regardinghe challenges experiencddring palliative care. The common
themes havalentifiedthe gagin palliative care pedagogwhich are imperative to close

in order to improve the arall quality of careThe rationat of theliterature reviewwas
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to formulate an effective workshop that feedion improving the overafpractice of
caring for a patient receivingOL care inpalliative hospital settingThe research
accomplished thiby uncovemg the common challenges thaereexperienced between
bereavedamily members an#iCPs. The goalof the workshopvasto negate tiese
challengedrom reoccurringin the future by educatingCPsabout palliative cardn
return ideally making the EOL processamore tolerablendstressfree experience faall
the stakeholdersivolved In addition these findingsauld helpHCPsbecome more
awareof the common challenges that may occur during palliativetogreepareand
strengthen tlir knowledg andbecome better resources for the family members and
patients.

The limitationsin this researckvere the exclusion aftherdemographiswith the
EOL patients involved. purposefullyfocusedon the elderly demographic who are
placed in palliativeeare due to their increase dependence anchobidities that
accompany old age. Accordingltealth Canada £018)Framework o Palliative
Care, fi dults aged 454 are more likely to receive palliative care than other age groups.
While about 89% of peoglwith life-limiting illness, such as a progressive neurological
illness, organ failure, or frailty could benefit from palliative cge 5). Also, | am
aware of the different palliative care settings; howevigusedon the hospital setting
due to hehigher percentage of deatft%) thatoccur in the hospital according to
Health Canada anmiy own knowledge and expertise in this type of setting

The Importance ofUsingKol cabadés Theory of Comfo
The theoretical framework thatasemployedn this sudywasKk ol cabads t hec

ofcomfortKol cabads t h é&amigdlerarfge tkeoryfér digalth préctice,
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education, and research. This theory has the potential to place comfort in the forefront of
healthcare. According toihimodel, comfort is an imediate desirable outcome of
nursing care Pdtiprin 2016 para 1). The following concepts described in this
theoretical framework help outkrthis paper.The three formef comfortare: relief, ease
and transcendencBelief ensuesthe specific needsf the patient and family members
are mefle.g, holistic approach including spiritual, physical, and emotioridi)sform of
comfortcouldbeachieved by informing the individuals involved with the caréhef
optionsthat are availablprior to hospitakation into pdiative care These options can
consist of discussing the benefits of advanced care plaradmgnced directivéis/ing
will, andfamiliarizing oneself with the decisiemakingprocessyhich arediscussed in
further detail inChapter2. This ongoing proess helpto relieve the anxiety one may
have when suffering with a lfmiting illness.

The next form otomfort isease a feeling of contentmeniwhichis experienced
when the anxiety and stress is reduced during®k process in phative care.The
form of easds achieved ¥ increasing awareness of the challenges that may occur during
this difficult processreducing confusiomaboutthe care providedncreasing the need for
conversatiorthat includesortinuous changes in the plaf care andforming a trusting
and safe environment to discuss the critical issues vdwaiving palliative care. Thia
turn would emphasize the importance of palliative care pedagogy in the hospital setting
to ensure that theaseof contentment ischieved.

Thelast form ofcomfort istranscendencevhich involvesHCPs, patiens, and
family membersvho are able to rise abowhallenges and overcome therhile

developing coping skilldn this form of transcendenddCPswill need tobecome better
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resources fopatierts andfamily membergo provide consistent support for bereaved
family members through this difficult time. In additidhCPswould use this workshop
as a tool to identify and assess certain aspects of caring for a dying patienthelgeek
when needd. Furthermoren order to achieveanscendencéhe HCPsand bereaved
family membersieed continueduppot andtraining to provide compassionate care for
the patient preventingmotional burden of calmpassion fatigue from occurring.
Chapted, Ko | cababds t higdsecugsedonffurtteeiodethfdlawed byChapter
5 that presenttheworkshoptitledi T h e J okinrsimLesipg: RrazticalTools to
OvercomeChallenge€xperienced irEnd-of-Life Ca r &heaevelopment of &h
workshop the purpose of the materighe contentthe effectiveness aheworkshop
how frequent the workshop would be hedddthe evaluation toohrediscussed in
further detaibelow. This literature review and the development of the palliative ca
pedagogy wdeshop will in turn cause a cultural shift to occur.
A cultural shift in how we talk about death and dying is required to facilitate
acceptance and understanding of what palliative care is and how it can positively
impact people's lives. Thetegration ofpalliative care at the early stages of-life
limiting illness facilitates this culture shift by supporting meaningful discussions
among those affected, their families and caregivers regarding care that is
consistent with their values and faences(Heath Canada2019 p. 15)
Thenextchaptersliscuss the following(a) advanced carplanning process involved
prior and duringpalliative care(b) theEOL challenge®xperienced by bereaved family

members antiCPs, (c)K o | ¢ a b a 6 seorg andrifow this theprklates taeducing



the anxiety and stress of fear of the unknown with palliative eagd) the

development of the workshop

13
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CHAPTER TWO: EXP ECTATION V ERSUSACTUALITY DURING
PALLIATIVE CAR E

One must first reflect otheir own values and perspectives regarding death and
dying before embarking in the care of a person with ditiéing illness. The realife
experiences in palliative care may ul ti mat
their expectations andeivs abat the care provided. During this emotional journey,
understanding the grieving process is essential with the challenges that occuEQlring
in a palliative care settingn her bookOn Death and DyingElisabeth Kibler-Ross
(2008) introduced a mael tha highlighted five stages of grieving after her own research
was conducted on the emotional experiences of persons who were diagnosed with a
terminal condition. The stages of gneéredenial, anger, bargaining, depression, and
acceptancerhis modéhasbeen used as a guideliteefurther understand the emotional
experiences that occur during death and dying.

Il n addition, itdéds important to andersta
there may be a misconceptionthiaé v e r y o n e nmouglsall of tihreostages i &
specific orded; ratheti t i s i mpor t a nreactiors canmhagpemas t and t ha
di fferent times all t ocOHRCER2013,a.15)AsS N no pa
HCPs, providing care using a holistic approach and fogusnthe wishes of the person
directly dealing withthe poor prognosismay help the family and person cope better with
the dying process near the end. How does one create a safe space to have the difficult
discussions about the plan of care during ate care? Fortunately, there ageneral
support for advanced care planning in Can@imnadian Hospice Palliative Care
Association 2012; however, there is a contindieeed for more awareness surrounding

the importance of advanced care planning aedltftunents such as advanced directives
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also considered laving will that are available to the public to plan the care prior to and
during hospitalization. The processadfvanced care planning and advanced directives
will be explained further in this cpéer.

In discussinghis sensitive topic, the interdisciplinary team mustbgnizantof
the comfort level of the person and the environment. Approaching the conversation with
empathy, compassion, and sensitivitgrigcialin creating a safe space where
communication is effective. According to Pfeifer and Head (2018), an interdisciplinary
team includes physicians, nurses, social workard chaplain who are responsible for
meeting the medad, psychologicaland spiritual needs of the person. If the peison
capable, then the person is able to partake in advanced care planning. The process may
involve multiple disciplines within the interdisciplinary team when discussing the
personb6s future plans in palliatiuethathecar e.
team for example, nurses, social workerseven chaplains have obtained the necessary
knowledge and skikketto approach this conversation successfully. Pfeifer and Head
(2018) stress the importance of working together as a team to prahmdigtic approach
for the person to address all their needs in order to increase the quality. dheageals
of advanced care planning are fito help ens
consistent with their vanhgk&itveira, 30d%Rpas.,1) and p
by allowing the person to express their personal wishes (spiritual, physical, emotional,
and social); preparing the person and family members f&@iepr ocess by dAcl a
t he patient 6s undeluctdatiagring sitnagon anfl tretiment r i | | ne
opt i ReygistereNursesd Associ at,20bhp3)f Ontari o

Il n addition, advance care planning al so

substitute decision maker through a Power of Attorney for Personal(R@APC) and
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advance directiveso ( O, p.d)y Romotheplepdseofthis As s oc
chapter, | will focus on the importance of integrating this practice of advanced care

planning in hospital settings and emphasize the need for engadimg fiorm of

conversation and completing an advanced direclikeworkshophighlightedthe

importance of advanced care planning through the use of realistic examitilestrate

thebenefis of theprocessAn advanced directive is a written documesed within the

hospital setting to dictate what course of actionwdulel t aken 1 f the per s
were to critically decline. Endf-Life Law and Policy of Canada distinguishes two types

of advanced directivefstructional advanced directivendproxy advanced directive

An instructional advanced directive a written document that states the medical

decisions that the person wd prefer once they are incapable of independently making

their own decisions on interventions during care. Instruatiadvanced directives are

also referred to as living will#\ proxy advanced directivis considered the individual

whomthe person appnts responsible for making tfieal decisions once the person is

unable to competently make decisions regarthieg care.

In my experience, the advanced directives that are used at my facility consist of
four levels Level 1 involves the decisido follow Do Not Resuscitate (DNR) and only
comfort measures such as oxygen administration, repositi@ndgain managenm.

Level 2 involves DNR, comfort measuy@sid antibiotic treatment. Level 3 consists of
following aDNR statusand if the persondromes critically ilkhe next mode of action
would be tosendthe persorio the nearesgmergency sitd.evel 4 is the finblevel that
involves a Full code status where the healthcare team would use cardiopulmonary

resuscitation (CPR) to revive the parsnacase where theheart stopped functioning.
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Moreover an advanced diréige briefly reflectsthe persaé wishesf their condition
were to changelhis documenis fully illustrated in Appendix A.

In other settings most policies give the person two options if a person was having
a cardiac arrest. The two options are either Full Code or DNR. Disgaspersots
planswith family members anHICPs about their endf life care can be very difficult
and frightening. The tools iguidinga person and family member through the advanced
care process vital and inChapter 3 this is further illustratedhere tle content forhe
workshopis highlighted. These conversations within the clinical setting are paramount.
The need focontinuouddialogue regarding advanced care planmmngprjunctionwith
completing an advanced directileessential in a hospital setting to aicgmore
comfort in the care required duriigOL. Advanced directives help to prevent any
unclear care that could be carried out throughouEtDEe processf or i nst anc e, A |
sustaining interventions (e.gardiopulmonary resuscitation, intubation, aeatnanical
ventilation support)o (Yen et al., 2018, p.
decisions regarding the person receiving palliative care is left to the {8DN or POA)
and healthcare team when planning the care of the persmnherperson is no longer
capable of making his/her own decisions. Detering and Silveira (2019) state that the
benefits of advanced care planning are having a guideline to follow for the person, to
ensure that theiwishesalign with the care provide The irstructions also help to reduce
any additional decisional burden and anxiety for families and moral distress for HCPs.
Furthermorethis will give the SDM comfort in knowing that they are makiaginformed
medical decision based on the wishes nigdine grsonsuffering with a lifelimiting

illness
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Advanced Care Planning andviaking the Tough Decision®During Palliative Care

Advanced care planning and advanced direstwe considered living will
instructions. InThe Encyclopedia of Elder CarThe Compghensive Resource on
Geriatric Health and Social Car&atz, Mezey, CapezutgndMalone(2014)indicated
that in 1991 the United States Congress passed the Pers@egeiination Act
(PSDA), ensuring that the person was given the righbtiependentlgiscuss their
goals/wishes of the treatments provided in a variety of settings. Under the PSDA, the
facilities must ask if advanced care planning has taken place with the completion of an
advanced directive. PSDA gives the person and famglyitfint ancopportunity to plan
their medical treatment goals and complete the necessary documents during advanced
care panning. HCPs by law must comply and respect the decisions madeegpersm
in their advanced directiv&atz et al, 2014, p18).

The decisias made by the person and family members during EOL care is
sensitive and challenging to discuss during this already difficult time; advanced care
planning or completing an advanced directive are then postponed due to this delicate
topic. Accading to Bélager et al(2014)

Conversations about erul-life decisions and the transition toward palliative care

remain among the most challenging communication tasks for health care

professionals, as initiating palliative care decisions often eii@ddlsessing a

personb6s i mpending death. The tendency

directives and to focus on curative treatments are major barriers to involving

persons in making decisions about palliative care opt{png)

The person ultimately shitd have thepportunity to participate in tirecare provided in
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order to ensure that the perSomeeds are met durirtgOL care. Thisensursthat the
person preserves their autonomy during the decisiaking procesdn addition, he
timing of thereferral to pallative cares alsoa key elemenby assuring the person has
full involvement with making the important decisions regarding their advanced directives
prior to admission. This would result in the persoth the lifelimiting illnesshaving
full control andfeeling satisfied with the care provided and improved quality of living
which reducesinwanted suffering. HGRfamily membersand the persowith the life-
limiting illnessare the primary stakeholders in any conversation/discussion when
planning the carto understand the options available in providing holistic palliative care.
Establishing a trusting environment between the person and HCP is paramount in order
for the person and family to feel secure and confident with making tHedéosions.

The literature consistently stresses the needdvanced care planning
conversation to take place sarprior to hospitalizatiomndbefore the disease progress
and interferdwi t h t he per s pthuscausirg thg peisdnitowsherst at e
capacityin making decisions regarding care. How do palliative care providers approach
the discussion abothep e r s o n 6 s EODpdoalsy belgefs, aml galues? Bélanger et
al. (2014)illustrated a helpful approach tHdCPs may use to beginéhdiscussion abdou
t he per son6s o pALplannnsludingetiieia reltefi andgralue®he first
stepin the approacimvolves theHCP introducing decisions and options while listening
to the person to understand theishes for the care praléd The abilityto discuss these
difficult decisions abouEOLat an appropriate time i s fAcon
for palliative care providerso (B®l anger e
family physician will guide which decisiortsn be made weligng the risk and benefits;

the person and family®&és f uduidngthedisondsivgaedme nt ¢
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give consent for the interventions they would prefer, asking the necessary questions to
clarify any misconceptions they snhave about thepecific treatmenin advanced care
planning and discussing the advanced directive, the person dealing with a terminal illness
is essentially confronting tivefuture plans in dying. The stages of grief introduced earlier
in this chaptedescribehe emabnal rollercoaster most individuatsay experience
duringthe EOL processldentifying the readiness of a person to discuss these difficult
guestions about death correlates with the questions that are asked during a consultation.
According to the OntaridMedical Association (2014), advanced care planning is an
ongoing process instead of a static plasluding decisionghatare made throughout the
EOL process in palliative care.

The holistic approach in palliative care focuses on theetytif an indivdual
dealing with a terminal illness and families involved with the care of their dying loved
one. The spiritual, cultural, physical, emotigmeih d s oci al aspects of t
assessed by HCPs t o urieheandkOlgoaty whichis per sonbd
essentially the sole purpose of advanced care planning. In order to understand the whole
person and provide holistic care, discussing the care and wishes of the person prior to
hospitalization are important to provide the aygrate care. & instanceif the person
wishes to refuse cardiopulmonary resuscitation or amglifaining interventions at
EOL and documents this by completing the advanced directive during advanced care
planning, HCB must respect the pergisriving will. Furthemore, the workshop will
incorporate the importance of holistic care and advanced care pldoyyngviding
models and tools that will be used by HCPs to facilitate an ongoing discussion that will

allow individuak to express their wishes @ely in a saé space.
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The literaturandicatesconflicting evidence regarding thwfluenceon EOL care
with completing an advanced directi&me studiefoundthat the advanced directive
(ADs) did not have much effect with ti€OL care (Booth & Lehna, 201,6Iowsley,
Hirschman & Madden, 2015)For instancelowsley et al(2015)st at ed t hat f AD:¢
limited scope: they have not been shown to reduce unmet needs, to facilitate
conversations, or t o XEnOtherstodes spatedtndds ng f or
influenced the care provided (Deteri@dilveira, 2019;Yen et al, 2018).The
conflicting results were due to the ongoing decisions that are made throughB0tthe
care and how instantly a decision about care can be chandedlyer written nullifying
the original document. Initial decisions may be changed at any time in the goals of care
with the personSDM/POA and HCP involved. For instandehave withessethe patient
and family membersequest Level 3 (transfer uporraer of a physician to acutare
site or service witbut CPR) in their advanced directive, but closer to the elmaingehe
advanced directivio a Level 1 ¢omfort care/support with no CPR).

Comfortmeasures withileOL careconsider symptom managememtluding but
are not limitedo pain control, oral fluids, positioning, treatment of fever, oxygen
administration, mouth care, and suctioning. Yen et al. (2018) found that 79% of older
individuals that completed their Aluring their advanced care plangin fiwer e | es s
likely to receve life sustaining treatments during the last month of life compared with
those without AD completiono (p. 269). The
management of symptoms throughout the care of a person withiagkitmess.
Preservingndividualsddignity and respecting their wishes through the trajectotief

iliness is & expectation fronHCPs and family. However, when these difficult decisions
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are not addressed prior to palliative care treatnofiat)enges and conflicts may occur

that interfere with the overall care of the patient.
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CHAPTER THREE: CHALLENGES AND BARRIERS EXPERIENCED WITH
THE CARE PROVIDED AT END -OF-LIFE
The common challenges that were expressed through the detailed exgserienc
from family members anHCPs were(a) lack ofand ineffectivecommunication(b)
delivering effective symptom managementdgrersorwith a life-limiting iliness, (c) the
lack of emotional support for both families and HCPs, @hdeeling unequippetbr the
care involved during palliativeace. In the nexportionof this chapter, beginby
discussing what constitutes a good death, which | li@simportant to highlight due
to the expectations that are present during the care of a dying indiviileal. | move
ontodescribing the expances of family members aitCPs during the care of a patient
in palliative care in a hospital setgin
While there is no uniform understanding or definition of what constitugsed
death persons and families axgs the developed world have idetifi
maintaining control, good symptom management, an opportunity for closure,
affirmation of the dying person, recognition of preparation for impending death
and being a burden as being crudgirdun, Luckett, Davidsn, & Phillips,
2015, p. 775)
| believed this quote was essential to highlight from the literature due to the ambiguity of
the ideology surrounding a good death; this then led to discovering the perception of how
persons and families conceptualize the ioieafigood deathin a hospital settg.
Are the expectations of care from the family members the actuality of whasoccur
in their ownexperience® One of the goals of a HCP is attempting to engage in advanced

care planning in order to discuss the gadlsare. However, the clarity ah ndividuald s
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decisions may not always be communicated, resulting in challenges and barriers that
occur during the care of &0OL person.The workshop addresses the need for advanced
care planning by incorporatirigow theprocess is utilized in laospital seing and the
purposeof this processcluding the benefitfor this form of practice during car®lost
of the studies used in this literature review were European studiespkefrom Canada
and the Unitecbtates and one from South Africa. This ketet literature very diverse
and allowed me to view how other parts of the world deliver care for a dying person
Throughout my researche question remainingashow can the workshop alleviate
challenges and barrieracbring more clarity tahe provisim of palliative care during
theEOL care in the hospital setting? Effective communicatias thekey factorfor any
clarity and providing a safe environment to discuss these concerns and challetiges. In
majority ofthe studies communication wathe man challenge expressed by bereaved
family members an#iCPs.

Challengeswith Communication Between Family and Healthcare Professionals

Lack of and ineffectiveeommunication between families aR€Ps wasan

overarching teme Hudson et al. (2015pbundii t tuality of communication can vary
considerably and communication failures are the most common reason for complaints in
health care, with end?2).dlequalityfofedhecoremunigatiom o e x c
that occus is imperative to explain the praseof EOL careand the role of the
stakeholdersinvolved Some family members voiced thei.:
were in the dark. o Anot headuedtoHaadudgebamgiess e x pr e
when attemptig to understand the information.dddition, feelinguncomfortable with
approaching thelCPintensifiedthe issuescausing more conflicts within the care of a

person experiencingOL care in the hospital setting.



25

Kisorio and Langley (201§ reported coflicting data from families regardithe
communication and information slearbynurses. Some families reported that
communication was effective and the nursing staff was capable of addressing the
concerns and discussing tB®L processalong with the egectations of carddowever,
most ofthe families reported feeling confused and unsatisfied with care due to lack of
communication from staffFor instancepne participanexpressed their frustration by
statingi we need t o under s tthe pratessy Nuases mustexplanp peni n.
things so that we can understand because surely, most of the time is like we are in the
darkness because we doKisorio& kanglew20¥dh@aél). i s hap
Another family member voiced their concestatigp Al di dndét wundadserstand
a whole | found myself not knowing the seriousness, | was quite confused and a little bit
|l ost and t he [ r esKisorio& Langleye2Dltfpabd)i | y as wel | 0

Ong, Ting, and Chow2017 reported thafi D oo family communication was
perceived o be most | y2613. Ufpuedistiperiiciabavbstan iGtgresting
chace of word to describe the most important discussion that takes place within the plan
of care for palliative care. The majority of aréislused in my literature review
highlighted the importance in understanding the valuable concept of effective
communication, which was illustrated through the responses of participants in some
studies. Kisorio and Langley (20d&eport afamily member sttngfit he mor e we (¢ «
answerstowhave wanted to know, (pl6E. Dwdgngofr el i ev ec
information and discussion is an ongoing process during palliative care. The challenge
lies in the time allocated in providing the information and gnguthat the nurses are

within theirscopeof practicein providing important medical details specific to the



26

personb6s progress. F edhat-most issues dccuaed duefoa 0 1 7 )
lack of communication

Communication issues varied, the majoagrteredon difficulties inreaching a

shared understanding of palliative care or goals of care. Communication

difficulties often plague clinical practice, and dominate person experience
feedback, despite a considerable body of work in communication tranthg

education(p. 1464)

When interviewingpatients, family/caregiverandHCPs,oneparticipantin their
studyfndescribeda] lack of information and poor communication with health care
providers: ..but nobody tells me anything even the doctoagDuggleby et al., 2010p.
3). In a hospital setting, there are some patients and family mehla¢fsel theeffect
with the bck ofcommunicatiorduring their palliative care experiend#ith the
uncertaintyof palliative care,ltesepatients andamily members are entering athe
unknown,anunfamiliar and frghtening situationwhereeffective communicatiowould
contributeto the clarity of the care praled In my professional experienckck of
communication was apparent due to the existing knowledge and informaticsoa pad
family member obtaineftom their clinicianregarding the specific capgior to
hospitalizationHealth teaching was provided in these cases, but in the end, the
information may have appeared insufficient or unclear due to the type of qudsdions t
were repeatedly asked regarding the same care provided.

In a study by Caswedt al.(2015) conducted in the.Kl., participants responded
At hat t hey &l explicily that theirmetative was @ying or they had been

toldinawaytheke nabl ed t hem t o under s Thepadticipamts accep
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stated that due to the laokinformation the deatfof their family memberfelt sudden
and unexpected. Family members wenaware of the imminent death of their loved one.

In Casvell et al.Gs study, a wife describedherexperiene with her dying husbanioh a

hospitalsetting.A staff partidpantstda ed t hat t dtieus gtaterhadachaidged ¢ o n

overtimeand thathe patient (husbandyas more alerin the morning The staff

suggestedthat the morning waa better tim&ame for the wife to visit lrehusbandn

order to communicateith the patientT he wi f eds bel i ef was her |
couple of years of living. Thus,tionnTher e was
authors fatherclarify that

When there was atk of clarity in communication, whether through the use of
euphemistic or vague language, this could lead carers [family members] to

develop or perpetuate expectations which healthcare professionatkrealide

were unrealistic in the eventof thatcare 6 under st andi ng was

explored (p. 9)

Furthermore, | believpalliative careeducationand the toolsegarding what to expect
with a dying person anithe pertinent conversatioreeessentibwith improving
pdliative care in the hospital setting.

Compassion and empathy are personality traits that are essential when dealing
with a dying person. The transition from good health and a sudden change in events
where the person wasferred to pkiative care by ajeneral pactitioneris difficult to
processAccording to B®l anger et al. (6ara 1 4)
interdisciplinary approach to care that seeks to improve the qualitg of persons and

their families vihen canfronted witha life-t hr e at e ni m2gBélarigéraetals s 0

(p.

S

~

np
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(2014)definition brought more emphadis the holisticapproachin palliative careThis
approach strives to ensure that the spiritual,temal, social and physical needs are met
for family and personThe holistic approach includes delivering effective symptom
management. However, delivering effective symptom management was not always
achieved in the literature and posed a challenge Wiz tvere misunderstandings or
unmetexpectéions withrespecto the provision of care for a dying person.
ChallengesWith Delivering Effective Symptom Management/ComfortMeasures for

a Dying Person Unmet Expectations)

The challengewith delivering effectivesymptommanagemengtem from the
decision making theoccursduring care of a dying person. For the purpose of the
literature review| focusedon the geriatric person in a hospital setting who experienced
EOL care and the challenges bereaved family members @i fidlced with the overall
care ddivered.Different conditionscan amplify the challenges that are experienced
during palliative care. The person who is approaching the end of their journey of living
typically hasfamily members step in as thamary care givers (caréswhenpatiens
areno longer capablef cognitively making their own decisiofmhese family members
are appointed substitute decision maK&BMs) by the person, giving them permission
to speak on their behalf

Francois et al. (2017) used purposiaengling to spcifically identify staff and
bereaved family members who experienced serious conflicts during the palliative care in
a hospital settinglhe researchergatedthat familymembersnayexperience
misunderstadingaboutcaredue to culturdlanguage diffenecesandmiscommunication

from general practitioneendother healthare professionals causing friction and
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conflict. For instance, the provision of fluid nutrition and pain managemenbneasare

identified asa concern. A staff member respondieat diferentcultural groups believed

the HCPs were giving up on their loved onefistarving the person during the erud-

life process (Francois et al., 2017). Other literature highlighted the challenges

experienced from HCPs feeling unprepared and unknowébtigofthe different

cultures andheir expectation witfEOL care.For instancea registered nurse voiced a

concern regarding training stating
there is no training in cultures. Youknoywou 6 ve got d,afdf er ent ¢
different cultures do differ# things with, you know when somedsealying.
They might want a priest to come, or they might want someone to aodngo
somethingpef ore they die or they, therebs so
come into playd Bl¢omeret al.,2019 p. 168)

Thus,more trainingand havingearly conversatist o addr ess tma per son:¢

overcome the challengesperienced duringOL care.
Conflict regarding pain reliefvas another area of conflict noted by Frasai al

(2017) A ¥ membdrs felt their led one were not receiving enough pain medication

t o cont r dtancoisheeal2p1d p. 44®1).Distresedwas an emotional state

that was expressed by therfidy members in an interview by a stafember. The staff

s t a tthe thmify nember] aged to the commencement of a syringe driver for

management of symptoms. The next day the daughter came back to visit and her father

remained alive but was no longemsgious. Her understanding of the sitoativas that

he was starving to deaéh shewavwery di stressedo (Frafhisoi s et
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study emphasized the unknown in the dying process and expected goals were common
determinants of conflicts.
In a study by De Witt Jansen et al, (2DPp@in management was described as a
fitrial anderroro process foEOL care. Physicians were faced with attempting to
prescribe the appropriate analgesic for the condiiased ortheir prior experience. One
physicianexplained the process pfesribing analgesics:
T h egaedchtwenty wo , &potentiat fors lot of interactions with other
medications that they are on, then you face the difficulty with the side effects of
mediat i ons. So, i1itbés really eahldutt hyiotutdirneg
doing the peson no harm and treating thea i n . | t 6s f.(pn7@8) ng a f
Within this study, physicians felt the need to collaborate with other specialists to ensure
theperson was receiving the right dose and medication to eefievpain. However,
family members expressed their fmaibn with the physician®uncertainy and
hesitation with prescribing medications
In a study by Balillieet al.(2018) a bereaved carer express$est interpretaon of
palliative cargahat hemotherexperiencedThe bereaved carer described how hethero
was restless and uncomfortaldedthe staff eventually called the -@all general
practitioner. Thegenaal practitioner assessed the person and decided to refuse to give
her a dAkilling i njteepérsomended up dying avfeours lagert ki | |
(Baillie et ., 2018,p. 5). This is common in mgersonal work experience, where
physicianson call refuse to order an analgesic or sedative due to their own discomfort
with prescribing a potent medication. One participant from Baillié @&siudy inquired

about the issue to further understand the probfeMvhy do j uni oricutoct or s
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to prescribe the analgesia in the doses prescribed by the hospice? Do they need more
support ?0 ( pongothg education istnéedés physicians to emphasize
the need to promote dying with dignity and a review of palliative medicatiansre
needed at thEOL care
Baillie et al. (2018) stated that Athe
highlighted as an important issuelty r eaved carers and healthca
In this particular studyparticipantsdentifiedpainas a priority The participants included
HCP, bereaved family members (carers), volunteers, members of the pubknitcurr
carers, persons, anchet. In oneexample abereaved family membgwho was also a
HCPwas asking for more clarity regardingsassment of pain. The question was
regarding the assessment of pain and the need ttogeatter tools to assess pain with a
patient who is semicon®us or patients who are unable to verbaktpress their pain
(Baillie et al., 2018)While the bereaved family member hadbackground in the
healthcare practicéhe participant still needed more guidance. Another questioredelat
to symptom managemeetploredby abereaved carer/family membeas fiHow do |
know that my relative will be pain free at thadeof life, will he/she be properly cared for
by professional peopghé  B)pAnother caregiver/caresked,i we say t hat peop
do not want talrink at the enebf-life do not experience thirst, just dry mouth. How do
we k n o ®)?Thesd were all valid questions that essentially needed ddépea to
be addressed. This article also discussed agitation symptoms experience@&@uring
Sedatim is a common comfort measure thapractcedin palliative care. The concern
expressed from the bereaved family carer was the lack of infiomarovided about

sedatives and the reduced tithatthey had to spend with their loved one due to the
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persofds sedated statélow can aHCP allocate time to address these questions in a
hospital environment?

Evidence through mijterature reviewhas indicated the negative correlation
between the time allocated for effective communication aadatisfation of care
received from family members and patient. If there was insuffi¢ciee for
communicatingaddressing concerns with a person in palliative ¢hezewasincreased
confusion and frustratiolmom family membersegardingthe careprovided One famiy
memberstressedihe need for timely communication aboutezgsal information [which]
was illustrated by this comment:if.we would have known more of what to expect,
what the symptoms are if we had known before, it wouldbhv e b een a | ot
(Duggleby et al.,p. 4). This is apprent even in my own practieeghenthere is
misunderstandingboutthe comfort measures provided. For instance, there was an
incident where the son was appointed thev€toof Attorney bythe patient which
resulted in tk sonmaking medical decisions fordifather. The patient had an
unstageable bed sore and was incapable of making his own decisions due to his
deteriorating state. However, the family member refusetaw ¢he nursing staff to
provide analgesitreatmemnfor pain control The son was vemnypset and believed the
strong opioid would kill his father. The purpose of the analgesic was to keep the person
comfortable and pain free, to relieve the fathauffeing.

Anothercommon expectation or requést synptom managemenfrom families
involved the provision of nutrition and fluidd=amilies would request fluids due to their
| o v e d conditieménd their poor appetiexperiencd in thep e r slasthwieks of
living. Familieswould feel thattheir loved mewas sufferingwhichbemmesanother

area of concernThe basighysicalrequirementonsistent to Mslowds hierarchyof
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need such as food or water wagglectedaccording tdamily membergSchmutte,
2013. However, at this state whéehe persoris dath is imminent, the body is unable to
toleratethese types of treatments. Sokh@Ps would call these treatments futile
treatments (Grech, Deparé&s Sceri, 2018). In this casBiCPs are placed in an ethical
dilemma where they are caught between listetorigmily who are concerned and
anxious or usig their nursing judgment, allowing the person to peacefully end their
journey of life with dignity and free of sufferin§uch dilemmas couldeaome
emotionaly draining for all stakeholders involveds areailt, the needor emotional
support would become critical during the care oE@L patient in palliative care.
Unfortunately, consistent emotional support was anath&lienge that was commonly
expressed by patients, bereaved family membedHCPs
ChallengesWith the Lack of Emotional Support for Families and
Healthcare Professionals
The complexity of a person in palliative care is important to understand from both
HCPsband familie®perspectivesvhen dealing with the emotional aspetpalliative
care Pasketal. @18) referred t o BrSgsterh€edyrwhiobhner 6 s E
conceptuali zed the complexity of palliatiyv
microsystem (person, needs and characteristics), chronosystem (dynamicésfloe
time ), meosgtem (interactions with family/health professionals), egosystem (palliative
care services/ systems) and m@8.inthey st ems (s
literature, emotional support was lacking in all categories and was vocdilinedh the
patientsfamilies andHCPs. In a palliative care settingometimes a patiedstlength of
stay is prolonged and closer to the end, individuals involved in their care such as

caregivers (family members) airtCPs can experience emotional dissecluding
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compassion fatigue artieemotional burden of caf&rech et al 2018) or what is also
called caregiver burden (Choi & Sexf)19.

In their analysis of the concept caregiver burderChoi and Seo (201%efined
t he t er m a ssionalaoncep, [whichlds attributed to the perception of
physical symptoms, psychological distress, impaired social relationships, spiritual
di stress, and financi al crisis th2BT). ari se
Salmond Ames, Kamienki, Watkins, andHolly (2017) defineccompassion fatigue as an
emotional state that occurs when Anur ses
suffering and absorbing the persons' trauma or pain or when nurses care for traumatized
persons and rexperieretrauma t i ¢ e .v180B.(Thasdefifitpn is in relation to
nursing; however, compassion fatigue can also occur to anyone caring for a person with
an illnessincluding families and friends. The symptoms displayed in some cases are
having low energyteelingempty or numbd situations having nothing left to give;
slowly depleting or withering away; being approached with constant questions and
having no answerSOHPCER 2013, p. 178). Compassion fatigue for some staff may be
inevitable for nurses wihare within the palliative care environment witnessing patients
dying on a regular basis and having little suppmrothers might exhibit a better coping
mechanism and seek help when nee@atimond et al. (2017) stated that the latk
definition and avareness of CF resulted in HGH#nability to identify and combat its
effect on nursing practicgp. 1806) The need for balance between work and personal
life is important; having someone to talk to as an outlet and more educatign abo
CFhurden of care cayield apositive outcom@ndpreventmore episodes &&F from
occurring.In the workshop, | havéefinedtheterm compassion fatiguburden of are

to increase awareness aondelp HCPsdentify thesymptons Alsqg, | haveprovided
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useful strategiesand resource® help cpe with this emotional state wheraring fora
persorwho is at the enaf life.
HCPs, particularly nursesvho are the frontline care for patients in a hospital
setting are sometimes placed in challenging emotional situations where$aaxitiect
the nurses talarify what was said by attending physicians. For instance, in Caswell et al.
(2015) a staff nurse expressed a concern
thereds a | ot of people that will just
will ask the nurse. Whad a relative lastwke t hat | i terally said
been and told them whatdés going off, I
tell me what &s happening? (p.
This can become emotionally burdening whenitifi@mationis consistently unpleasa
In other sit@ations, nurses feel the neediamotionally distance themselvesyhich was
considered a protection strategy according to Patadéi £2018)study in whicha nurse
explained hat during the per sonoacohnecsgmiagt al i zat i
built between the family and person. The difficulty occurs with the age of the person and
the connection thavasformed, aprofessional relationship. At some point the family and
person become family. When the person eventually passes away, the dirlsgtalang
with HCPs, are grievim.
Some nursealso expresseiideling of powelessness in meeting all the needs of
the person and family memb@tarola et al., 2018)n my ownexperience as palliative
care nurse, | can relate to the feeling of powenless. | can provide everything to
ensure that the person is receiving the Qaatity of care according to the palliative care
competencies; however, if the person continues to appear uncomfortable and restless, |

suddenly feel powerless and helplessiclvithen begnto cause compassion exhaustion



36

and emotional burden of care. Gneetal.( 2018) conducted a study
personal experiences working in the ICU setting and caring feCdnadult. The

findings of ths studyemphasizedhe challengs experienceavith nurses caring for
patients at the enrdf-life with a blooddisorder and the support needed the staff

during the cargrovided PederMcAlpine, Liaschenko, Traudt, and Gilmeg&zott

(2015 also conducted study with nurses in a cigal care setting ahstatecchallengs

with conversatioathat took place abolOL carewhen the trajectory of the illnessas
unclear. In Grech et al. (2018), one nurse described her experience as losingra battle
saving someoris life. In this casetiwas difficult for the ntse to compartmentalize the
dying person in palliative caréhusdealing with the disappointment of not living out the
common assumption that all nurses save li@sther nurse expressed ltsagreement
with the advanced dirdgoses with the continuingof life sustaining treatmentsifa person
whowas 94 years dl The nurse believed this was prolonging the pésssuifferingand
thatwas difficult to witress.

Emotionally disconnecting from the situatiomassometimes how soméCPs
refrainredfrom taking most incidents/conflicts personally, ultimately affecting the
performance of the HCPBrancois et al. (2017)locumentedhow nursing staffreacted
to hurtful situations during care for a person in palliative ;@neirsesaid

| stepped back to be calm inside, but |

what | try to do is | thinkw e | | i t 6sonmadt ttoh ante .p efrhsey 6r e

guestioning something because there might be ten things that are causing the,

worry and this igust a small part(p. 1463)



37

This nurg was able to reflect on the care in this scenario and reftéiom taking the

incident personél. However, when a conflict was raised where the family and patient

was unsatisfied with the care provided, theseresponded in thismannérn o b o dy

really talked to me about it or nobody ever said how did that make you feel? And | was
embarrassedbegss e you know itds not an everyday o
feel gratef ul fFoancoimenly 2017 . 1463).Again, thissguatiordo  (

portrays the lack of suppdrbom management and the organization when staff are coping

with a dying person and thenetional burden in unsuccessfully meetingfathily
memberexpectations.

In palliative carevhen familymembersareinvolved, they help in assisting with
the care of their loved on&he lack of emotional support experienced with bereaved
family members were commonly perceived in the literature as a misalignment with the
familiesiexpectations of care and feeling at times that staff imsensitivewhich left
staff appearing less compassionate and lacking empathy. For instance, a family member
in Francois etal2017)st at ed At hi s | ady who labglondét ha
nurseé She decided the best thing was to joke
what, not everybody who comes here [a palliative setting] leaves in agoffit hat | ok e
has stayed in m6l)mind forevero (p.

Another family member in ISorio and Langley (201 study conducted in South
Africastatedi nur ses must be a |l ittle more compass
families nicely € | mean little things matter, in such situations you must put yourself in
somebody el s ewaa smiorewt ea,ndi fsatyhi s i s me how
(p. 62).Poor judgemenfrom staff caused friction and in turthe staff member displayed

a lack of emotional support, wdti the family needed at this tiniehe family and person
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must be able to form lzealthy herapeutic relationshipith the staffto trust andhave
confidence in the medicalam. In the endhe cae need to reflect the patietd wishes

and the patienvould needa supportiveteamadvocating fothem (Pfeifer & Head,

2018). Thus, themotional state of the family and staff member can truly have a strong
impact on the overall care of the person, and every party should be supported
respectfully.

A few studies conducted the UK. incorporated the use of Liverpool Care
Pathway (LCP)LCP was a practice introduced in the 1990s as a tool torhelgfdr
persons from hospice to other settings (Caswell et al., 2015). LCP was used to plan and
deliver the best quality of palliative care specific to the person. However, Caswell et al.
stated

The More Care, Less Pathwegport recommended the withdravediithe LCP on

a number of grounds. One of these was a lack of communication with staff

reported by carers as their relatives were dying, as well as a lack of consideration

shown by healthcare giiessionals to both persons and carers towards thefend

life. (p.3)

Moreover, he implementation of some practices may seem focused on jenstened
but as a result may miss other factors that would improve the overall quality of care for
the persorand family.

Some family members in other studies used thkrfg of iabandonmegtduring
the care for their loved on®thers &milies also felt uncomfortabigith approaching
staff and inquiring about certain conesrdue to the stress of the hospitalisonment

andnotwaning to become a burdédmy asking questiongaswell et al. (2015) reported

Athree families carers reported very poor
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felt abandoned and unsupported. In two cases carers strugfjledl aanember of ward
staff to inform wh7g Mhe fahilg durig thisditeaateialsoe di e d o
experiencing emotional distress with the dying of a loved one. A family member who
participated in the study by Caswell et al. (20d&3criled herexperience as being
dreadful due to the lack of emotial support. The daughter stated there was no staff
present to discuss the current condition of her mother. She was puzzled and upset with
the lack of support from staffhe daughteand family felt thatsince no one was able to
communicate thetatus and condition of éhpdient, everything wakeft for them to
figure out.She felt abandoned at the time of need and within the next hour, her mother
passed away.

These realife narratives of the partipia nt s 6 eitugtratedithe detaieed
events of their loved 08eEOL journeyby giving the participants a voice, and
portraying theiperceptions ofare of a dying person. AsHCP, | suddenly felt the need
to addresghese issues and wanted tostonething to assist tliamilies through this
extremely emotionally packed experiencam hoping that the practical strategies
demonstrated in the workshop Wpkovide emotional support for boHCPs and staff,
which will be discussed in further detailthe workshop.

FeelingUnequipped for the Care Involved During Palliative Care
Resulting in Conflict

Within the existing litesiture inconsistent educatidmaining about effective
communication, collaboration and the fear of making a misteddt instaff and family
memberdeeling unprepared to care for a person at B@L in palliative car§Ong et al.
2017) Unaligned expectations of palliative care between lfamenbersand staff

causechallenges. Due to the unfamiliarity of the dying procssme family members
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wouldbeappal l ed if certain carffeAbereasedéater per f or
suggestedhat
families of dying persons would benefit from research on ways to support them in
coming to terms with the withdrawal of 1V drips anddhgtion in the last days of
l'ife. 1 6m convinced this is tholfsource
care (p. 8)
Consistent education/training for the ongoing decisi@king that occurs in theOL
process is importanQuestionssuch aswhy are fluids no longer needed during the last
week of dedt?0 areaddressed ifurtherdetail withinthe workshopBaillie et al.(2018)
had a respondent express their concern MAERs feeling reluctant to prescribe or
administer analgesics. One respondestte s cr i bed nurses refusing
their dying loved one, another queried why healthcare profedsiamere seemingly wary
of admi ni st erh). mhjs wasrhe padicpsistparsonal imterpretation of
their experiencdn this casel would seek moreriformationfrom theattending nurse
throughtheir documentatiomndinquire abouthe pain assessment that was performed
prior to therefusal of morphine.
Moir, Roberts, MartzPerry, and Travis 2015 asked60 nurses from one hospital
in ldahoto completea survey titled Enaf-Life Professional Caregiver Survey (EPCS)
which examind three domains: person and famdgntered communication, cuial and
ethical values, and effective care delivery. EPCS was usetbakta determine th
educational needs among nurses fAwith regar
EOL care and their current degree of comfort in caring for this patiep o p uMart i on 0
et al., 2015p. 109). The findingseported that nurses with more years of exqrexe felt

more competent in communicating ab&@L. However, thdeffective delivery of care
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domain scored low across pergmwpulation area. Moreover,GPs would benefit from
AEOL care education in order to fortheseease t
personso (Moir et al., 2015, p. 109).

Pask et al. (2018) stated that ineffective nputtfessional collaboration may
cause more fAcomplexity through probl ems wi
(p. 1084). Everyone within the intesdiplinary team including the patient and family
need to beeutralwhen planning for a peon InEOL care. If all stakeholders involved
are well informed with the care provided, this would result in less conflict involving
misunderstanding with the delmyeof care and reduce the gap of knowledge during the
care of a dying person.

Some familymembers are fully immersed in the cafe dying persorKisorio
and Langle@ £016) highlighteda challenge identified by a staférticipant The
challenge wage fear of families making a mistake while attempting to help care for
their loved onen the absence of the nuraedsurrounded by unfamiliar machines, lines
and tubing that were attached to the person. The care then becomes overwhelming. One
family menber statediy ou wi Il come and she has all t
machines, anglou are scared to touch because you think, what if | mess [something up],
what if | switch the machine off accidentally? But if | can do whatever under supervision,
t hen it woKidortb& bhamgleg 20&8a . &2). This feeling was expected
with the complexity of the machines and not having designated time from staff to explain
the careplanin detail Having the continued support and guidance fronf sat
common request from the family members. Education in palliative care for families and

persons was found beneficial with focusing on symptom management and improving the
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quality of life during the duration of an iliness (Price, Strodtman, Montagdmith, &
Gosh,2018.

In researckbhasedcontext where stafexperiencdewer deaths, they lte
unprepared with the dying press For instance, in the studyy Ong et al. (2017), critical
care nurses stated feeling less prepared to care t&@hamperson. Thearticipants could
comprehend the complexity of the care, however due to the ldgdo€ation initiatives
that was available for critical care patiemwho neede8OL care, some staff did not feel
comfortable caring for these types of patients. Aceyddo Health Canada (2018), gaps
in professional training exist due to fewer specialid&Ps in the field of palliative care.
CanadiarHCPs have reporté the sporadic levels of training offered in palliative care.
This places mor e msdevelagment anaeducétien afiddraining i c ul u
me t h oOhgedal 2017 p. 6), putting more focus on thé¢CPswho practice outside
of palliative care.

Bloomer et al. (201%uthoritativelyconcludedhat more should be done to
increase clinician awarenessdaunderstanding @&OL care They believed that all
organizations should have a mandatory recertification of palliative care, like
recertification of CPR andivt al assessments. A registered
think itdés ab s bwebhavesbnye sartmfeducaton that is mandeatory
every 12 months for endf-l i f e aBtoomereet al.2019 p. 168).Mandatory
training, n turnwill open up more convsation and allow people to think of alternative
ways to improve palliative car&he process of implementing changél not occur ove
night and the buyn must havehe majority of followers to move this positive notion

forward in an organizatiofhis is essentiallyhe main purposeof theworkshop
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presented herd¢o bring more aw@ness, creating the space to have these difficult
conversations pertaining to death and dying to make the experience more tolerable;
empowering families and patients to have divaaole in the direct care, while making
informed decisions during advamteare planning that are in the best interest for the
patient. The family becoms¢he voice of the patient once the person loses their ability to
cognitively make their own decisis. Also,HCPs will feel more equipped with
knowledgeabout hoe tdbecome biger resources for the families and patients involved in
palliative careFurthermore, at the end of this workshop, | am hoping that fameiswill

feel more informed ankave a better understanding of the care duringodéifie care.
Collectively, the wdkshop is intaded to improvethe overall quality of life for a padit

suffering with a lifelimiting iliness.
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CHAPTER FOUR: EFFECTIVE STRATEGIES TO NEGATE CHALLENGES
EXPERIENCED IN PALLIATIVE CARE
Pdliative Care is respectful of, and responsive he, needs, preferences and
values of the person receiving care, their family and other caregivers. It is
facilitated by good communication. Individuals and families have personal
preferences and varyingviels of comfort in discussing, and planning for the
dying procesg(Health Canada, 2018, p5)
The literature reviewnighlightedcommon challenges that occur during the care of
a patient with a lifdimiting illness during palliative &e using personal experiences from
family members an#iCPs. The care o& dying patient involves all stakeholders: the
patient, family andHCP. Good communication is a valuable tool to learn how to
navigate the trajectory of an illness in palliative careKo |l cabadés t heory of
introduced inChapterl to focus on te premises of this developmental study. The theory
of comfort was a nursing theoretical framework developed by Katherine Kolcaba in
1990. This framework incorporated practice in hesth, education, and research. The
t heory of ¢ omf o rattaimiag halistic comfortras aodesirablg outeame in
healthcare. | believed this theory best described the main purpose of providing and
improving the quality of palliative care. At¢ EOL, maintaining the comfort of a patient
in palliative care is paraount forHCPsand f ami | i es. Kol cabads th
three forms to further understand the theoretical framework. The three forms are: relief,
easeand transcendencP¢tiprin 2016). In tis chapter, | discusdhow all three forms
coincide withthe research and in addition, incldd®me methods that are used in

creating the workshop.



45

During the care of a patient with a Hlieniting illness, there are numerous factors
that cortribute to the overall care of the patient. When palliative careoidged for the
patient, the care should adopt a holistic approach. Krinsky, Muaitid Johnson (2014)
introduce the contexts of the theory of comfort which focuses on the entiréiy of t
patenti The four contexts i n wlysicalhpsychospifitwmly t i s
environmental, and sociocultucaKr{nsky et al, 2014,p. 148). The physical context
addresses the body internally and homeostatic mechanisms; the psychospiritual context
pertains tdrue awareness of self; the environmentakexinpertais to the outside
surroundings and pertinent condition; the sociocultural refers to the interprofessional and
social relationships. The breakdown of these contexts will hopefully broaden the
understadi ng of t he <concepthesorybflftanfortmake up Kol ¢
The understanding of the complexity of palliative care can be challenging.
Palliative care can essentially be viewed as an umbrella that consistdliafitifeg
illness, symptom managemendvanced care planningOL care, hospice care
bereavement care, active treatment, and improved quality of care. Although the topic of
palliative care is broad, the rest of the paper will emphasize the importaabeanted
care planning for a patient wita life-llimiting illness; improwng the delvery of symptom
management through education; provide strategies of introducing a conversation about an
EOL patient in palliative care; ultimately focusing on the main factors that can improve
the overall qualityof care with effective communication betwestaff and family and
creating competent staff through the use of education.
At this moment, | would like to clearly identify the difference between palliative

care anEOL care | feel palliative care has bedefined throughout the literature, but
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EOL was simply considered as a part of this specific care, which in hindsight there is
some truth to the assumptidhis important to understand tHaOL does not necessarily
occur in the moment before the last breattvioenthe heaids beating has ceased.
According to the National Institute #&fging (2017) ii e +ofdife care is the term used to
describpé he support and medical care gi.®)en duri
Older adults in palliativeare at th&OL was the focus of my literatureview. This
general population tesdo live with more comorbidities and may need a lot more
compl ex care for days, weeks, or even mont
experience is generally igue for all families and patients involvedthris care. Thus,
EOL experience is different for all patients. This is one of the reasons why even with all
the expertise exhibited BYCPs, attending physiciasometimes will have the expected
date of deatlincorrect due to the uniqueness of the illnd@sss is what | have found in
my experience as a palliative care nurse. The care might be prolonged and the needs of
the patient may drastically change during the palliative care journey. Throughout the
palliative care journey, referring back to the theof comfort and the forms and context
that coexist within the theory, i crucial to fully understand the paradigms of palliative
care as it relates to the education initiatives that will be covertb@ workshop.
The Comfort Theory Applied to the Paliative Care Journey

Attaining relief in the comfort theory is the beginning of the jourfacing a
loved one in palliative carence the individual has receivagoor prognas is neveran
easydecisionto make Inclusion of family members is crucial the careof a patient with
a life-limiting illness. This would includethevalues, goaland preferences of the family
and patentduring thedecisionmaking processlhe family members essentially beoe

the voice of the patient when they lose theacéty to make their own decisions
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independently. Hudson et al. (2015) stated tth@¥WVHO advocated for the importance of
improving quality of care for patients and also included families as well. Thegbeiod

family centered may seem foreign to sor@Ps, however, patiertenteedcare should
involve the family. Thus, Aithe principle o
family carer satisfaction with eraf-life health care is advocated as a kagicator of
hospital per f or rR@lh, p.&)Dufing theldeoisionaleny pracéess, ,

the physician discusses the options available with the patient and families directly

involved. However, once the conscious decision has been made tohglgagient in

palliative care, the challenging dsions have just begun.

Since everyoneods journey is different,
the patient and family should be completely involved and have the right to refuse any
treatment accordg to the law in Canada. The relief form of contftheory entails
meeting the needs of the patient. If the patient is no longer able to have full control of
their treatment, bw can an individual ensure that their goals/wishes are respected and
followed, feeling a sense atlief in the time of needPhe importance of creating
di scourse about advanced care planandng i s
preferences are respected atE@. care, hoping to give a sense of relief. This
conversatiorcan occur in a family meeting with all the impant stakeholders involved.

This conversation is encouraged to be completed as early as possible to ensure that the
patient can participate in the decisions made for their care.
The Relief inKnowing the Pa i e ndicélsHe&d With ACP

Decisions about thcare aEOL arenot an everyday discussion that individuals

become accustomed. téor instancemaking a decision about what to have for dinner, or

what will be your next job endeavour, or what destinadhyou travel to next. All of
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these examplesalve an intriguing answer and most individuals are looking forward to

discovering the answers through the use of brainstorming. However, when the decision is

planning the treatments and care required fotasieweeks of living, this can become

daunting ad overwhelming. If a patient has been diagnosed with diifiéing disease,

advanced care planning (ACP) is definitely recommended. The ACP is completed by a

capable individual, allowing them to have fatintrol over their plan of care. The key
word iscapablein advanced care planningc apabl e adults have
wishes through oral or written advance directives that provide instructions about their
healthcare choices during a time of feur i n ¢ a @aaadiantHpspice(Palliative Care
Association2012, p.7). ACPwas discussed earlier in Chapgebut | will elaborate and

clarify to draw more emphasis to the purpose of this process.

ACP is a conversati on affjdedidionsasurrpuading o n 6 s

oneds own swficaehaEQL; having thel freedom to refuse or consent to any
treatment of careand appointing aubstitutedecision make(SDM). The person can
then begin to think about who will be included in thiswensation such as family
members, friend$ICPs, or even lawyers to draw up the papers about the will and
finalize the powepf attorney documents. In addition, the completioam&dvanced
directive and appointing one as tBBM may also be completed the ACP process
(Canadian Hospice Palliative Cakesociation 2012). Why isACP important? Life in
general is very unpredictable and without any warmamgindividual may find
themselves in an unimaginable situation, where the person is no long&oriiung in the

normal capacity and have to rely others to perform basic activities. At this point does

anyone know the individual s wishes? Who

suffering with a life limiting illness (BM)?

he

w
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The benef of ACP and consentare the following: Improvespatientand family
satisfation with EOL care keeping the care inclugiveatient/family centered carthis
conversatiomeduces the caregiver burden of edhe families will have confidence in
speaking for the person once they are deemed incapable of comtngrticeir wishes
decreassthe opportunities founwanted lifesustaining treatmestdealing with futile
medical treatmentsandthe persornas a higherquality of life and deatl{Hospice
Palliative CardHPCO], 2019) Advanced care planning alloviseindividualto reflect
andcommunicateheir wishedor their medicakare in tle future In addition, the
individual is planning orvho will become theiSubstitutedecisionmaker/Power of
Attorney b speak o their beh# when they are no longer abledmmmunicate theiown
wishes.Accordng to Speak Up(2016)fithis plan would only be used if you are not
capable obpeaking for yourself. u can also change it at atipe0 (p. 4).

This i s an ongoi shgscanrcltagge at any pomtdbfdimn e 6 s
Engaging in this conversation witleally provide individuals with aesse of stisfaction
and reliefin knowing their voice has been heard in communicating tiishes for
certain treatments at tfi€OL. Educatingthe community abouhe different plgerswho
are involved in the process and how to begin the convensatimportant elementthat
were incorporateth my workshop in order fandividuals b understand the value of
ensuring that wishes arem®essed through having the conversation dutte ACP
process. Thig turn empowesthe person and familyvhich will improve the overall
quality of carefor the dying person

| hope this informatiomelps give a better understanding of the importance of
planning prior to admission or referrato palliative careHowever this cannot be

completed if theHCPinvolved in the planning lacks the skills in initiating the

Wi
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conversation within the hospital setting. In the hospital settindi@fs would generally
be involved. Pfeifer and éhd (2018) deeloped strategies in order to initiate the
conversation abolEOL care between patient, famjlgndHCPs Before the conversation
begins, Pfeifer and éhd stated that one goal clinicians must achieve before engaging in
discourse is completing their ownrhework, preparing themselves for the difficult
content that needs to be discussed. Clinicians must arrive prepared in knowing the
background of the patient.¢g, diagnosis, medical history, present condition). Aiso,
may benecessary tocollaborae with other experts ithe fieldto gain more knowledge of
the palliative carand specific treatmeiiptionsprior to the conversation. In addition,
establishing a trusting relationship is crucial between all parties involved including
patients, famikes, andHCPs. Furthermoreensuringa safe and comfortab&nvironment
is keyin orderfor individualsto openly share their wishes and ask qoastwithoutthe
fear offeeling judged Wiiien planning a conversation related to the EOL, using a who,
what, when, whex, and how structure can be helpful ( P & &léad, 2018, p726).
This concept of the five Ws is a very common abbreviation applied in many scenarios of
life; however, the authodsise of the five Ws in this context was very enlightgnin
The Five WsStrategy for the Conversation in End-of-Life

The concept of thEive WSs strategyfor the conversatioat theend-of-life
encompasssthe need of the patientBeginning with tke questionrwho, enaiing that the
person has the required support system in tiwener, it is always important to be aware
of whowill be a part of this conveationincludingthe names and the relation to the
patient.Different understandingandperspectivesf death andhe expectations of oa
from family membersnvolvedmay casge conflicts derailing the discussioBntering

into this conversation may cause old wounds or trauma to resuniageng the
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conversation more emotionally chargétsing a professional mediatpsocial worker or
chaplainto assist in certain situationsaybe beneficiabnd allowf or ever yoneds
to be heard and validated (PfeikmHead, 2018). Working together as a team and
concluding with final decisions with care helps ensure that everyone is on the same page
and the patient is satisfied witheir goals of care; knowingat they can be changed
throughout the process. The questidmatis pertainng specifically to the topic that will
be discussed according to the clinician. Two questions are crucial to engage the patient
and family. The firstjuestion is asking what the pati&knows about his/her own
diagnosis and the second question is regarding how much information the person would
like from the clinician (Pfeife& Head, 2018). This in turwill gage the conversation,
exploring what the pspn knows about their illness ahdw comfortable they are with
receiving more information.

Utilizing more operended questions will allow the patient and family to feel
heard as they engage in the conversation, inquiring more about specific information.
Bélanger et al. (2014) fountldat A conver sations regarding de
guestions that prompted patients to express their understanding of their condition. This
discursive practice has been suggested in previous palliative care communication
gui del i ldeAdways bemg sensitive to ehconditionandshowing compassion and
empathyare importantlementsoh conver sation abodhe a pati e
guestionwhenis regarding the right time to engagel©®L discussion with the pat
and family members with the full workload FHCPs Theseypes of onversations
should never be rushed, patients and family members need time to phecess t

information, inquire, make suggestions and think of a plan that works for Tinem.
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guestionwhee pertains tdhetype ofenvironmentForinstancefamily meetingsare an
effective environment to havepaoductivediscussion. Although family meetings are not
practiced in every organization, this shob&limplemented as an initial conversation for
all stakeholders involved in advanced care planriingncos et al. (2017) and Hudson et
al. (2015) encouraged the practafefamily meetings, which promoted engaging in
conversation to resolve any misurgtandings about the care and allowing for the
clarification of the goal of care to take pladée last queson to address how. Pfeifer
and Hand (2018) stadl thehowf o ¢ u s eemiistractured discussion plajivghich]
usually work besté It is important to remember that the patient is the mosbitapt
team member and that his or her preferences aotmation&dneeds guide the meeting
(p. 727).The goal is to take the time to listen to the patient and family to ensure that their
wishes are clearly communicated and understood. When there ssird@istanding of
the required care the person and family would like perfdrraeallenges/conflicts about
the care could surface accompanied with increased stress, aarfgar. The next
sectionfocuseson strategies fomdividuals involved in th&OL, providing valuable
tools to feel at easwith the cae.
Reducing the Stress and Anxietyo Feelat Ease

What causes challenges to occuridg palliative care between family members
andHCP< Some challenges occur due to the unsatigigobtations & the carerom
the fanilies. Communication difculties was a common barrier between families and
HCPs The expetation from families did not match the care that was provided or there
was no appropriate conversation to discuss what wasrotg. Francoietal., (2017)

foundthatconflict was also identified @ni s mat ched e A4648.ct ati onso
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AccordingioKu bl er 6s stages of grief, aanywmene can
The stages of grief adenid, anger, bargaining, depression, andcagtance and this
concept shoulthe considered when a conversation is taking@leegarding care for a
person with a terminal illnes$aking intoaccounthe dfferent stages of the igving
processwould allowHCPsto become rare empathetic with theappoad in
communicating about thegn of care dung EOL.

Within the care of a person in a palliative setting aB¢, t lamagement of
pain and other symptoms is an important part of ojgality palliativecare and an
integral component of thadividualized care plan ( He a | tOhtariQ2048| p28).y
Throughout the trajectory of a person with a life limiting illness, many changes can occur
with the personds conditil®sm. chAsantglee tthlrea meeea
original wishesFurthermore, the assessment of pain management and other symptoms
should be an ongoing process to ensure that the interdisciplinary team is aware of the
updated goals of care through consistent conversation bek&enand individual
(with life-limiting illness) and family.

In Francois et al. (2017)heconflict model was useh the workshogo further
understand the reason for conflicts between staff and relatives in palliative care
Appendix B illustrate this model, which was derivedoim the dataollected inFrancois
et al. (2017)I feel thisconflict model gives an accurate description of the concept of
conflict by stating fAthat the data point t
managed by validating but not@mnalising emotionand reponding systemically, such
as through us e FHRahcoi$ e ahj2D1yp, 1468)eHow do @thets (

perceive conflict while caring for a person in palliative care? The perceptions of others
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involved in the carés explored in the workshopprior to introducing this model.
Identifying and understanding the different challenges/conflicts that occur with delivering
symptom management is important in order to think of effective strategies to overcome
thes challenges in the futurBlajority of the literature emphasized the need for
increased education for battCPs and family members while caring for a patient in the
hospital setting dEOL in order to have a deeper understanding of the care provided and
enga@ in important conversatismbout he goals of care to ensure all needs are met for
patient and family.
In this workshop, discusedcomfort measures provided in the hospsttting
and the physiological changes that occur in the last hours of liieg;onsistent support
needed for fanilies andHCPs; providel a better understanding that this setting is a place
to finish living andnot a place to diandincorporaté more resources for bereaved
family members such as legacy work. According toSRHPCE (2013),
The Model to gide Hosjice Palliative Care based on National principles and
Norms of Practice has two very important concepts underpinning many education
programs developed in Canada. Those concepts are the Domains of issues and the
Process of Rviding Care. Those twoonceptdogether are the basis for the
Square of Cardp. 30).
Within theprocess of providing caréhere aralifferent levels of service models unique
to meeting an individu@ needsThe four levelsonsistof primary careservice
providers who are respoi for managing the disease and ensuring the patient and
familyéds needs are met t hEGLUAgthesegandaty he i |

level, consultants support primary care providers with faciligagducational programs
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for the providersAt the tertiary leve) consultantsupport thesecondary level and
primary providersThefourth levelcompriseghe care of the person and famiRar the
purpose of the workshopwill be focusing on theertiary level and the care ofi¢
personandfamily (fourth level)

Thedomains of issueassociated ith illness andereavemenrdre the following:
disease mismanagemephysical physiologica) social loss and griefspiritual,
practical,EOL care and death management, and family and persorctéraecs. For
the purpase of the workshqgp focusedonthe literature review as it amsponded with
the donains of issueassociated wit iliness andereavemenBoth modelsare
illustrated in AppendiesC and D respedtely. | usedthis model as anotheramework
to facilitate he content regarding thmlliative care pedagogg my workshop
Identifying the issues that cause the conflicts and challenges caindgiidhe causes in
the model of conflict (Francois et al., 201Whichis discussed below.

The Domains ofl ssues AssociatewVith Il Iness and Bereavement

Referring back to the model discussed in Francois ¢2@l.7) conflict was
considered an emotion and the first point highlighted the mismatch expectations-and sub
optimal communication with ca. The disease managemeiit be spedic to the
i ndi v prdgnosi$. Dhe trajectory is different for each individual dying with a life
limiting illness.

Disease managemerdomain. These are issues derived from a lack of
information this informationcan be disclosed privately in a safasp where advanced
care panning can take place, and the appropriate questions and concerns are addressed

regardingthedisease process and required treatmarttirn addressing the warning signs
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from the model of caflict (Francois et al., 2017). Lack communication was atizer
conflict that was expressed in the research. Strategies with improving communication are
the use of effective assessment tools to further explain the condition of the person. The
two tools lhighlighted werePaliative Performance Sca(®PS)andthe Edmonton
Symptom Assessment SystéBESAS) which are used throughout the palliative care
trajectory. The PPS looks at the illness trajectory in stages by measuring thésperson
performance statu§Vi t hi n t heare PilecSstages, Biriskage: when the score
ranges from 100940%, Transitional Stage when the score ranges from#0%and
then Endof-life Stage when the score ranges from 30%00 SQHPCER2013,p. 40). It
is important to not¢hat the PPS assessméool can only be cometed by a regulated
HCP. The ESAS fAis one best way to get an ov
experiencing his or her illne3sSQHPCER 2013, p55). This tool is essentially used to
help assess symptomschias pain, tirednessausea, depression, agixi, drowsiness,
appetite, weHbeing and shortness of breath. Furthermore, anysaele touse this
assessment tool. The patient will generally be describing the sevettiysyimptom, but
if apatient s unable to respond, tharhily will step in as theoice for the patient
through an objective point of view.

Building a strong therapeutic relationship between the person, famdyHCPs
is crucial to establish trust in knowing that the care providatigned with the goalsfo
care of the person. Canon language is another effective strategy, using simpler terms
and refraining from using jargon when explaining important information. Collecting
valuabl e i nformati on ab gmakingthk mmipfaed me nt and

at easeacknowledgingamily members and addressing thencersis also very
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important.Promotingcorsistentengagementf family menbersand patiergare ideafor
the overallquality of care

Concordant consultation wagtroduced in Caswell et al. (2015) as a
communication model. Concordaginvolved encouraging empowerment and autonomy
in the perso@s own care and movingawayfn t he compl i ance to phys
(Caswel | e tA candordant mbdellobcpmmicétion views the consultation
between the clinician and patient as one in which a negotiated exchange takes place, in
which the patient is able to participate fully and share her or his perspectiviésred o
diagnosis and tréeame nCaswell et al., @15, p. 12). Health teaching asorm of
education is important.ihcluded the common physiological changes in the body at the
EOL within the workshop. Moreover, the last stratéggludeslisteningi The most vi t
role of the communicator is to be aogdistener. We effectively communicate with
others and bud solid relationshipg/hen we take the time and energy to listen to what is
being said SOHPCER 2013, p. 26).

Physicaldomain. The physical domainontributed to thehallenges
experienced, whichonsisted of delivering symptom management within the tadspi
setting. According tdlealth Quality Ontarig2018) under the Quality standard, the
common symptoms that are experienbgé person suffering with a lifemiting illness
are the followingfiagitation, anxiety, changes in respiratory patterns acréased
secretions, cotipation, dehydration, delirium, depression, diarrhea, fatigue, nausea,
pai n, poor app e t29).tCoemmuricatidn isvakayifattor hegveen family
andHCPs bebre initiating any intervention (g., pharmacological or

nonpharmacological). Inases regarding pain, some families felt their loved one was not
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receiving enough or some were afraid of the severeedfdets or adverse effects of the
strong medication&.g., opioids). Again, the use of op@mded questions &xplore the
overall conernwasparamount. Why do you feel your loved one is not receiving enough
pain medicationWhat are the signs? Why do you feel your loved one does not need this
pain medicabn? Coming from a place of empathy can have a positivadtyghen
caring for a peson with a life limiting illness and family. In the workshop, the common
palliative medications delivered for comfort measwvasidentified.

Another common fear and caamn which cause conflict when providing care is
thereducedheed for fluids and nutritin for a dying patient due to low appetitesulting
in the person refusing to or being unabletoledt. i s | mpor tsa@th t o not e
approaches, people ofterperience a decrease in appetite with little or no interest in
food and drink. They malye unable to digest food or to take fluids by mouth( Vi ct or i a
IslandHospice 2011, p2). At this point comfort is required with mouth care and
repositioning. Thugdiscussion about nutrition is valuable near the end in thks @b
care to address whthe family and team working together would feel is best for the
patient at this time. How to use this tamtiscussed in the workshop. Finding more tools
in orderfor staff to effectively communicate to the family andatscluding effective
as®ssment tools into the care are beneficial for the care of the p@tbat.symptom
managemententified within the literaturencludedsedation and agitation. In the
workshop | reviewedthe common medical inteentions that are needémlmanage these
symptoms during palliative care.

Psychological,social, practical, and spiritual domains. This domairreflects the

holisticapproach of the patientvhat is th& own percepion of death? Is emotional
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support provided during this difficult time?ré cultural values, beliefs, and spirituality
taken into consideration when cayifor a patient®ne common fear qfatiens with
life-limiting illnessis becoming a burden to theéamily membersFamily membersnay

need to be remindedtiat caring for theidying loved one is not thesoleresponsibility.

They are family first before the caregivékealthy Qualiy Ontariq 2016). Basedon my
research, | believihattaking cae of a dying person is a combined effort from both
families andHCPs In the hospital setting, encouragiag much family involvement is
important to promote inclusiveness of care. Howeités,importar to minimizethe
emotional burden of care or caregiberrden. Another main conflict was the lack of
emotional supporteceived from medal staff. At timedamiliesfelt a sense of

abandord, which was frightening and caused increasedetynand feaiBaillie et al,

2018) In healthcare, there is a needdwisit the core values of kindness, humaratyd
respectThe feelng of abandonmers an example afevisitingfifeeling hurt and
internalising (Francois et al, 2017, p.146&)emotion whichwasoutlined in the

conflict model as a assequenefrom thelack ofemotional supporfiSomethingas
simple as fiengaging in t her afamélycanirealuce onver s
anxiety and isolation, enhance a personoés
decisionmaking, buld a relationshd of trust, improe pain and symptom managent

and pr eve S8QHPCEP R0, p.9R2)A nursifg staff suggested in tine

response thaupport from other disciplines such as social workers, psychologists,
counsellorsandchurch ladersare also welomed to come and assess, reassure, pray and
calm the situation putting the family at egkésorio & Langley, 2016. Ensuring that the

care is holistic and every domawasaddressevaseseantially for the care of the person
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with a life-limiting illness.In regards to the support of nursaspther participant stated
the need for nurses to have debriefingaunselling (having someone to talk to) post
death of a patienNursesreportthe need for more support in dealing with dying gras
on a daily bais (Kisorio & Langley, 2016). The last two dams arediscussed in the last
form of comfort transcendence.

The Feeling of Transcendence and Overcoming théhallengesWith Support

This final form represents resilience in overcoming the challenges expedien
palliative care. The bereaved family are grieving and dealing with loss.

End-of-life care/death management andoss andgrief. This is a part of the
palliative care trajectorthat needs the most support. How are the families coping with
the dyingprocess? In the workshopdiscusgedthe stages afriefusngKu bl er 6 s mode
ard further describe the differences between acute, chronic and anticipatory grief. Also, |
introducel legacy creation/legacy work/legacy activities. According to Adeal.
(208B),Al egacy activities [are] pndfamkesihs t hat
initiating the process of life review and (2) result in a product that can be efjpyed
family and friends pr deat(ptlo30)dhmsconeeptt er t he
enables people with the lifdimiting illness to tell their own @rsonal story that can live
on (leaving a legacy). In the workshomave examples dfegacy ativities and the
benefits with tleseactivities(e.g., increasing positive dialogufor the person with the
life-limiting iliness). ThLeSOHPCER?2013) statedhati s upporti ng the pers
in looking back, reviewing life events and milestones can thelperson to identify
meaning. Education about the dying process for the@pgefamily and caregiver is very

i mp or t adA)tthiswdulg helpindividuals feel more prepared for the dying process.
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The SOHPCERpromoted the idea of meaningfidcused cping. In addition, provided
some easily accessible resources to help supipotiereaved family membeasthe end
of the workshop.

Improving the overall quality of care fordalperson and family is possible with
consistent integration of different strategies to ensure tts®pand family are
comfortable and satisfied with tleare provided; feeling more prepared for death and
having a better understanding of thgortance otontinued conversation about the
decisions made durirend of life care in the hospital settingli® main goalln the
following chaper, Idiscused the design of the program; incorporating certain methods
regarding pedagogy theories; the length of the wansthe accessibility; the preferred
type of programand the consideration of different typesediring as it pertains to

palliative care pedaggg
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CHAPTER FIVE : DESIGNING A WORKSHOP ABOUT PALLIATIVE CARE
PEDAGOGY TAILORED TO ADULT LEARNERS

Due to the different tymeof learners that exist in a classroom setting, teachers are
becoming more opeminded toconstructiveapproacks includng flipped classrooms
where studentpractie their agency and takmore control over their learning
expeiences (Smith, 2017)This in away, takes the burden off the teachers and allows
the students to explore and discover new knowledge and learn fobnotber The
teacher becomes a facilitator and coaches the students through the learning process.
Constructiveapproaches promotaeaningiil learningthat moves awafrom rote
learning. | bakve rote learning hirets the full learning experience, where the stitide
uses techniques such as memorizing to learodht@nt but is unable to retain the
information to transfer the knowledge in etlsettingsin regards tloomsTaxonomy,
rote leaning is considered lower level of thinking({Ganapathy, 2014).

Different aspects of learnirgffectthe overall experience for a specific adult
learner. This chaptehighlights the importance of identifying different types ofudid
learners and leamg theories to understand which theories would be most applicable for
this specific workshagdn addition,l discussed the reason for choosing a workshop
format to facilitate the informain pertaining to palliative care pedagodhe chapter
continues on tintegrate the conggs utilized within @signing the progranncluding
the finalized workshopart 1(online)and Part Zface to face)anddescribeshe duration
of the workshp and the accessibility.

In this workshoprecognizing the diversity in learners wplftomoteinclusivity in

a learning environmenfs an educat develofng this work$&iop,the question that
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remaired was How do | discover when learning is taking place? Latehis chapter, |
discusedhow the trasfer of learningpoccurredwithin the workshp andthe use of a
specificpost questionnairavhich would become theneasuratd toolin evaluaing the
degree of learning. Whin this workshop, mygoal was to achieve significant learning
which involved meanimgful learning.Merriam and Cafferall§1999 referred toFreedom
to Lean in the 80sby Carl Rogerswho described his owinéory of significatlearning
which resulted irpersmal growth and development. Significant learning according to
Rogers had thfollowing characteristics: personal involvemérgnsuringthere is
consistent participation from stuatg selfinitiated innaely discovering the unknown
pervasivé changingoe 6s own way of thinking; through t
evaluated by the leaerd is this information beneficiandlastly essencen meaning
meaningful learning

According to Mayr (2002), meaningful &ning is viewed as an important
educationalgoal wher e students Abuild the knowl edcg
forsucce s f u | pr obl e mlinshe dognitive grocesBloamsTaxdnomy is
utilized t o crigicalphankind and gin acdeeped utnderstanding of the
content. The wsofthesecharacteristicef significant learning anBlooms Taxonom
framework in learningpelped developthe content anduestionswhich would foster a
classroom ofctive learnig andenhanced criticahinking. In addition,as mentioned
earlier,the workshopintegraté a flipped classroom approacdhccording to Smith
(2017),

In a flipped classroom, students experience enhanced leafritogrse content

through small group aciives, class discussionand student presentations. In
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addition to lecturing, instructors spend more time assisting students with the

learning process, opening up their classrooms to new possibilities ard idea

Students can then build on their knowleddéhe information throgh in-class

activities created by the instruct@p. 20)

Theflipped learningconcepialso involves the studentgeceivingcontent prior to the
learning session, preparitigem with theprior knavledgethat assissin comgeting tre
innovativeactivities. The workshogollows this format with two partsThefirst part of
the workshoponsiss of the course contemthich involvesindependent learning. The
thesecond partonsiss of class discussioandsmall group activitiesllowing the
participants to allaborate andritically think of new ideas and solahs to participate in
the activities.

Building a community of learnergasimperativeto createa space where transfer
of knowledg was occurringin the workshopln a learningenvironment, the tranaf of
knowledge can either result in passive learning or activaiten Passive learning
generally occursvhenstudentsare being letured af(receive informationdr there is a
lack of engagemerfho apgdication) and & a resultfails to foster gositve learning
experienceHowever, he style of teaching conties to move from a traditional style of
teaching to a more progressivgle of teachingvhere active learning can take placel
student cetered is encaraged Moreover this workshopmirrors an interactive session
where the individualare capable of exploring their own previous knowledge of the topic
and expad ontheir cgacity of knowledge with the conteptomotirg adive learning
The use of case scenariofass ativities, and incorpottang class discussiomia

presentation for@t wasutilized to facilitatePart 2 of the workshofsricharoenY uksen,
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Sittichanbunchads (2015)lookedat the advantages and disadvantages of different
methods of teaching including wahopswith medical studnts The reslis indicated

that workshops improwkthe academic performance of medical students based on their
increasedaisfaction in their learning expemceduring emergency medicine education.
Sricharoen et al. (2015) statech at f a w eachihgrhethqd thatemphizes
studeniteacher interaction in real situations. Students have time to think, analyze, and
appl their knowledge to the problertiieye n ¢ o u n 77§ Alihoughgometeaching
method seemvery mundanen educational institubns, determining wbh method was
mostsuitable to facilitate the content was important during the process of devetoiging
workshop.

Throughout this workshop,fbcusedon the participantprevious personal
experience and actMearning €.9., interaction, engagement) to ensure that overall
satisfaction was accomplishe&fter completingpart 2 of the workshop,would
welcomeanonymous opinionsn how the workshop coultinprovethe learning outcome
in the st questionnairéds aneducatorit is important to considethe space where the
workshop would be heldn considering this crucial factdrwas hoping tduild a safe
environment to discuss the difficult questions ali&@t. in palliativecare As an
educator, the hierany of power is importarto understand when facilitating the
workshop. Most individuals may feel that the teacher is equipped with evitdased
knowledge and the individuals are the studestgiving informatiorto learn andjain
new insightful knowlede.Moreover, opening ufhe discussion with questions related to
the content will give more autonomyiton d i v lealning éxgedence. Essentially, this

would encourage a learning environment that is tailored for adult éalucat
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What constitutes aduéducation? Many theats have offered their own
definitions of adult education. Darkenwald and Merriam (1982) defined adult education
a s pracess whereby persons whose major social roles and characteristics of adult status
undertake systematic and taised learning activiés for the purpose of bringing about
changes in knowledge, attitudes, values, or skiMfers, Conte& Rubenson,2014,
p.28) | believe adult education is a given choice to pursue in learningh#r®wn and
inquire about previes knowledge for clarifation. The followingsectionprovides an
overview of thalifferent types of learning and the theoretical framework of adult
pedagogy that will shape the development of the workshop.
Different Types of Learning and Learning Theories
Since the 2th century education has been viewed by many theorists as a
complex concept, where learning is an integral part of the educational process. Education
was viewed as a movement. What nmegkication involvehis is a very load question,
but I felt this needed to baddressedJarvis(2010) formulatedit hr ee set s of cr
consideration as 40)amdcanceptualizedredueation to eatolveo n 6 ( p
the following:
a learning process which is institutionatizeut should not ba single event; a
plannal rather than a haphazard process; an essentially humanistic process
because knowledge is humanistic and because the process involves human beings
as learners and also maybe as teacfer40)
In my own interpetation of these teria, | believe they & a strong correlation with the
differenttypesof learningand learning situationsvhichwere identified in this literature.

Thetwo types of learningdentified within the literaturgvereintendedandincidertal
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learningoutcome and he types ofearring situationswereformal, nonformal, and
informal. | foundJarvi§t s  ( fgoOrdtifed Possibld_earning Situationt be
fascinatinglt describd how thedifferent types of learningre depicted in different types
of situations(seeAppendix B. Forthe purpose of this workshopfocused onfigured s
Box Bd anonformal education also known as nfo¥mal learningsituationswhere
learnirg is interled Also, Box B referedto thelearningthat s continuous and takes
place in ageneral commnity, orgamzation conferencget cetera In these types of
environments, thiearner is occasionally mentored. A common example would be
facilitating a concept from the workshopdggthe need foadvanced care planning in
palliative carg¢in the communityand inorporating the use of case scenarioorder for
individuals to participate by bmastorming and thinking of solutions to apply what they
have learned throughout the worksHoypended learning)

Community educatiomcludesnonformal learning, which wasne of the main
purposes in developing this resource. Accordingaiwis(2010,

Fletcher suggestdtfiat there are three premises in community education: 1) The

community has its needs and common causes and is the maker of dslmse

2) Educationaftesources are to be dedicated to the articulation of needs and

common causes. 3) Education is anvégtin which there is an interplay between

the roles of student, teacher and per¢prb6)
The workshop was developed usinggb guidelines to ensuearning was occurring. |
wanted learnersot only tolearn from the educator but also frehemseles in
discovering new novel ideas and freach other within the classroom setting. Improving

the practice in the healthcare fieéckey. How would |asthe educatqgrimplement this
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practice of incorporating valuable tools and strategies to navigateajbetory of
palliative careEOL) i n oneds practice? The uniguenes
life-limiting illness maked difficult to assumeev er yone6s experience wi
Thus, the care is individually specific and constantly changiith the decisiosbeing
made during th&OL processn palliative careEffective communication and providing
the safe space ttiscusshe plan of caréor EOL between thédCPs and family
members/patients was important to convey in the content dispilayke workshop.
With ongoing discussiew i t hi n ohisevduls ultinatelydelpthe familesand
patiensdvoicesto bead andaddress any conaeregarding the carédloreover,taking
the time to havea formal family meeting is also helpful arfdmilies areencouraged to
discuss the care plan once the patient begins to decline and the condition has changed.
Family meetingsre pertinenin the cae of an individual with a lifdimiting illnessto
address any misnehed expectations and confusiarorderto help prevent any
challengeghat may arise during care in a hospital setting.

Learning in of iphesomédndd itismtrirsiaito durcbringst ent i a
and to a great extent it is experiential, altfpoin preconscious learning we have to
recognize that some of our experiences may actually be precognitive andpnes ci o u s 0
(Jarvis 201Q p. 38). With this in mindor the development dhe workshop, how can
this workshop integrate n d i v padt@@etieac@s to build on their previous
knowl edge? Deweyb6s view of knowledge was e
knowledge is essentially humanistic in quality notéhese it is human prodwsdn the
past, but because of what it does in liberating humiarein | i gence a human s

(Jarvis, 2010p . 4 1) . Essentially, I n this workshoyg
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and giving the individuals a sense of autonomyuglotheir own intrinsi¢earningwas a
desiredgoal to achieveThe learnebecoms regonsible for meeting their own needs of
learning by seeking and acquiring new knowledge. fbmanistic concept of learning
would be encouraged in an adult classroomirenment.

In directingmy focus on adult learners, | have to keep in mind the difta®n
between the cultureinanadiit cl assroom settrembg abasppoem
setting. The difference of the two classrooms wouldueeto the level of ntarity and
other factorghat may affect the culture of the classrodmMeriam (200) stated,

In anfiadul® classroom, adults feel accepted, respected, and supported; further,

there exists a spirit of mutuality between teachers and students asqointis.

And because adliis manage other aspects of their lives, they are capable of

directing, or at least assisting in panning, their own leari{m®)

However, what type of learning will assist in providinguenmanist theoretical way of

learning acompanied by @onstructvist way of learning? There is the strong need for
empowermentvith the knowledge that one is interested in obtainindividuaskd p a st
experience has an influence on their ability to learn new information. As adult learners,

taking the initiativeandermd ki ng i n a new | earning journe.
previous kowledge is admirable.

Maslow (1970highlighted the correlation between the theory of human
motivation and hierarchy of neefderriam & Caffarellg 1999,p. 257. Learnes must
be motivatedo continue searching for the unknown and acquiring new valuable
information needed within their daily lives. AccordingM@rriam and Caffarell§1999,

from a learning theory perspective, humanism emphasizes that perceptions are
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centered in experiencas well as the freedom and responsibility to become what
one is capable of becoming. These tenets underlie much of adult learning theory
that stresses the sealirectedness of adults and value of experience in the learning
process(pp. 256-257)
The free@m of choice as an adult learner in taking control of what they ieasn
i mportant t edirecelimsoden. | @&8ehfng was thin this
incorporated through the use of questions and exploringtivaktamerd previous
understanding ofgtliative care pedagoggonsisted oaind what challengdd4CPs have
experienced duringOL care.The main focus would consist of effective communication
through the ongoing discussions in the diecimaking process with the care pided.
The following setion discussethe constructivistheory, whichwasanothedearning
theow tha helped indeveloping tiis workshop.
Krahenbuhl201§ st ated that constructivism il!/
meaningmaking process through which tears constict individual interpretations of
their experiences and thus construct meani
liberated in becoming emancipated from the traditional culture of teaching and feel the
need to master their own learninglapi The pocess of eragement and finding
meaning in onebs |l earning yields active 1in
sense of autonomy and uni gu e the degelopmentafne 6 s
the workshopAs the educator, | ammore of a &cilitator orguide, coaching the students
through the learning experience, allowing them to have full responsibility of meeting
their own learning need&ssentially the attainable goal iseiocourge self-directed

learning.Is this a practidagoal in exsuring tha#ll individual learning needs are met
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within the workshop? Finding the common interest inbokearning will assist in
ensuring that learning is taking place. Life experismaetivates one to learn more
within the world of knowlede.

Within this workshopl am hoping the outcome will improve the general
palliative care praate andincrease awareness about continuously fosterisafe
environmentandincorporatethis acronymiADD 6as aguideline prior to palliativeare.
ADD wasan acronym | createdvhich was formulatedo act as delpful guideto reduce
the challenges expresseaoughout thditerature reviewin Chapter 2 The acronym
representsAdvancedcare planning (creating a safe space to planing the difficult
Discussion(promoting continaus effetive communication throughout the care between
staff and families and patientsgsuling in Deliveringthe required care to ensutat the
patiend wishes are respected and followed thrauglthe plan of carevhenthe
individual isdeemed=OL. The followingsectiondiscusss theneed fo the poduct;
process of development; implementation and eataio.

The Need for the Workshop

The need for this workshop was apparent through the literature reviehft in
theculture regading death andydng was essential Therewasa gap in knowledge about
pertinent conversations regarding E®L experiencei(e., what to expectand how to
approach these discussions effectivdlfis gapwasevidentthroughthe various
challengs witnessed ipalliative care. Effective communication was a consistent
challenge observed in palliative care, which was voiced from family membekCGied
Due to the lack of conversation, there \pasentialfor confusionanddisappointmenin

the quaity of care providedThroughout theEOL processmore patients and family
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members are faced with difficult decisions to make about the plan of care for a patient
suffering with a lifelimiting iliness. Increasing awareness for the importance of ADD
will be one of the focal poisin the workshopAs mentioned in Chapter 1,

A cultural shift in how we talk about death and dying is required to facilitate

acceptance and understanding of what palliative care is and how it can positively

impact people's lives.hk integration of palli@ve care at thearly stages of life
limiting illness facilitates this culture shift by supporting meaningful discussions
among those affected, their families and caregivers regarding care that is

consistent with their values andeferences(HealthCanala, 2019, p. 15)

The cultural shiftandhaving thediscussiornis neededWithin the workshopdifferent
perspectives about pallie¢ careandEOL would beexplored and the content may
enlightenand evoke a new way of thinkirapou this specific care.

What doe<=OL entail during palliative careDue to the uniqueness of care for
individuals with a lifelimiting iliness the workshop will be targeted for thECPs in this
specialized field to feel comfortable abétter equipped witthe knowledge irhaving
the important discussisrio addres&€OL in palliative caravith thefamiliesand patients.
Towsleyetal. (2015)statd t hat MAconversations did not
a living will/AD, preferences for code status arspitalization, use ofdspice, or other

care practices such as patidmts s hes and)valThasg (p.6s not

]

conversationas aHCP;i t 6 s under standing what to discu:

information from the patient and family in order to provide the necessary care to meet the
overall needs of an d@ividual suffering with a lifdimiting illness. Also, continuous

suppot throughout the process with both family memberst@és is crucial to cope
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with the anticipated outcome of the patien
t hat 0 edduraimng foralhstaff is critical for developing skills to facti@d&OL
c onver s all) hentestlie ndeg for my educational workshop.

My first main focus was establishing the audience directed for the content. The
most efficient way to improvihe overall practice of caring for tlOL patient in a
hospital settig was to direct my focus ddCPs in order for them to understand the value
of family involvement. | am more knowledgeable about this sector due to my background
in the field.My fellow colleague$ave als@xpressethow beneficial this workshop
would befor their practiceln collaborating with the family while caring for a patient
with a life-limiting iliness, treating the entire patient holisticalythe ultimategoal.
Providing ths workshop will enable thdCPs ta become aware of the conflicts and
misunderstading that may occur with providifgOL care for the elderly in a hospital
setting; cre@a s afe space to discuss the individu:
plan of @re allow the patient and family to have full control over the care provided;
become better resources for the family mempansl feel more equipped to support the
family through this time.

Through the literature reviewpmmunication difficulties werene main barriex
between families anCPs when delivering care for a dyingnson In my experience in
a hospital setting, trying to allocate time to discus€t®é care with the family
sometimes appeared impossible. The only time | had was approxihatelynutes in
the patientds room or o0 uteenithe catelofdivelother | way w
patients. New practice should integrate family meetings throughout the care especially

once the patient begins to decline and is moving from a pallistiite to afeOL state.
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This will help the family address any major conceand iron out any confusion with the
patientds current condition. These meeting
concern previously documented, in order for#@&Ps to enter into the meeting prepared
with some solutions. Continuous effectim@mmunication about theOL process and the
required care is vital to ensure that all stakeholders involved are cohesive with the
decisions made about the care provided.
The Process inDesigning the Workshop

The process in designing the workshop tookesaepecial consideration in
deciding which information was important and relevant to the research and palliative care
to create the practical tools to navigate through this proeess.would | achieve my
goal of meaningful learning? The use of Bldsriaxonomy framework was useful in
developing the overall questions within my workshop to ensure that learning has
effectively taken place. Bloofe Taxonomy consists gfx categories ranging from
simpleto more complex level of leaning. Thix cakgories are the following:
knowledge, understanding, application, analysis, synthasisevaluationThe workshop
would use a flipped classroom approaeathnich was discussed earlier inglthapter.
Integrating this innovative concepbwid allow the students the class tindependently
prepare for the workshop ahead of titndbecome familiarized ith the course contén
Classrooms then become more interactive and students are cimgjlérair level of
thinking in order to remember and retain the knowlddgeed and apply the
information in a different context. This in tuwould re-emphasie theimportanceof
activelearning within the learning environment. | believe meaningful lagrtakes place

once students have achieved the highest level of leamihip the Blooms Taxonomy
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framework, where the individuals have reasd the new skill/knoledge obtained
trusting their own judgement and feeling competent in using this skilfferent
settings.

The content needed to review prior to the worksisqguesentedaterin this
chapterPart 1 ¢ the workshopwhich is onlinehasmodulesto separate each topind
part 2contairs the interactive segmemhichis face to faceThe content provided to the
participantswould help themmavigate and undeestd the practical tools being used
within the workshop, increasing the paipation during the sessionh& use of
scenarios, criticahinking questions, role playingnd discussion auld help encourage
a higher levebf thinking to ensure that the tisfier of knowledgdas takerplace and the
experience was more meaningfukie learnerAt the end of thevorkshop | have
developed aevaluation section to assess how wel tinorkshop has effectively
improvedHCPs undestanding about palliative care.

Detailed Stepby-Step Description of WorkshopPart 1 and Pat 2

| begn the workshop by indicating the objectives of the workshop. This reflects
what the participants will learn and take away from the comteeshiactivities| have
divided the workshop iottwo sectionsPart 1was the content foulated to review
independently prior to the second secfiBart 2)which involvedactivities promoting
moreinteraction and collaboratidnengaging the audienc€he content in the document
wasoutlined by usingmportant definitionsmodels, figuresand assessment todisat
are utilized withinEOL and palliative caréAs discussed earlieRart 1was separated
into modulesl! organiz2dand prioritiZdmy ideasthe first moduleneeded to begin with

defining thetwo types of carépalliative care anchospice cargin orderto differentiate
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the two forms of care that tend to be misunderstood. Imteeactive portion of the
workshop exploringpartidpant®definition of palliative care and hospice caras
importantin order forthe materiato helpexpandtheir knowlelge or clarifyquestiors
about thecare provided

The seconanodulediscusses the challenges experienced in palliative care
utilizing the constructivist theory of learniry allowing participantgo use their own
prior experience to clalborate and learn from each othkrthis modulel briefly
introduce an acronym that | created as a ¢
own practice in palliative car@dhe phrase including the acronyma sADDithis to your
daily practice in pllia t i v e whictawowdd, bédiscussed in further detail module4.

Module 3 in the conterftirther deschesKk ol cabadés t heory of cor
this theory relates to palliative care. The conversation iffiauti discussion to start in
palliative care and the content elaboratesfibifow to start the conversatiomcluding the
AFive Ws strategyto assist HCPs with the conversation atE@. to obtain important
information regarding the plan of care. Alsimcluded different models, assessment
tools and coping skills that could be implementetb ijpractice. Amongst the content, the
three assessment tools that would be used and supplied to the audience as handouts are
the PPS, ESAR, and PACSLAC assessmédnols which are also found inppendixF.

Module 4 was an interesting module to create bedaesephasiedthe new
acronym that | wanted individuals to remember when caring for an individual BOthe
in palliative care. The acronymas ADD, which good forAdvancectare planning,

ongoingDiscussionwhich hopefully would result in appropriai2elivery of care.These
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strategies wuld be useful and the additional conterdgudd hopefully build on
i ndi vopdoukadwiedye.

Module 5 was a basic rimw of what to expect with a patient aetEOL, which
covered the common physiologlachanges that occur at tBOL in palliative care. |
believed this was important to include, in order to have a general understanding of the
process and assist HCPs gcbming better equipped with discussihg tlying process
with family membersln thefinal module(module6), | was able to incorporate a list of
resources for the bereaved and HCPs working patients in palliative car€onstant
support is needed teelp all individuals develop coping skiNghen deling with the loss
to become more resilient. | am hoping that individuals have the humanistic need to learn
more about the journey of palliative care, and after attending the palliative care
pedagogical wdshop, individuals would feel more empawd andexpand on their
previous knowledge abo&OL care ina palliative setting As HCPs and caregivers,
promoting dignity, qualityand comfort for individuafinishing their journey of living is
apriority.

According to Cafarrella (20025 a d u Ir thesmost pad, are pragmatic in their
learning. They want to apply wiBat their | ea
Furthermore, the use attivitiesin Part 2 of the workshopastoe nhance oneds o0\
knowledge, understanding, application, analysgnthesisand evaluation to reflect
Bloom{s Taxonomy frameworkPart 2 consists of éinteractie sectiorof the
workshop whichwould encourage continuous engagement with the audience, exploring
their own previous knowledge while building on their own personal meaning from the

content leened n Part 1. My instructional segment would be through the use of
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scenarios, role playingnd general critical thinking questions, whigbuld allow the

audience to actively participate within the workshbipe activities are broken into the

same modus digussed in Part 1 and reflect the content accordifidig.use of
scenarios and questiongsp ur posef ul because fparticipant
when a variety of instructi onalThefodowilgods ar

sectioncortains the document, which is PART 1 of thwerkshop.
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Workshop Part 1 Document

The Journey to Finish Living: Practical Tools to
Overcome Challenges Experienced During
End-of-Life in Palliative Care (Part 1)

By: Chiedu Nwaesei

Date: December, 21, 2019
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OBJECTIVES
Define the difference between Hospand Palliative Care.
Identify challenges within palliative care

Learn about Kolcaba's Theory of Comfort and howncorposte thetheoryinto
the practice of palliative care.

Learn helpful strategies to negate these challenges, understand why thBsks (
occur €.g9.,ADD)

Understand the value of Advanced Care Planning

Improve the overall practice of emud-life care ofa senior in a hospital setting
through effective communication and the appropriate use of assessmeantbg

Review what physiologal changes occur at the eaofilife

Identify different resources for Bereaved family members and Healthcare
professonals
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Hospice Care

T

Palliative Care

MODULE 1
THE DIFFERENCE BETWEEN HOSPICE AND PALLIATIVE CARE

fiFocuses on the quality of life for peopledaheir caregivers who are

experiencing an advanced, Hieniting illness. Hospice care provides

compassionate cafer people in the last phases of incurable dissasiat they

may | ive as fully and comfort abol9y

paral).

o This form of care is generally suggested when treatments have failed an
prognosis is 6 months @ssto live.

M

fiAn approach that improves the quality of life of patients and their families f
the problem associatedtw life-threatening iliness, through the prevention ang
relief of suffering by means of early identification angeuncakbe assessment ar|
treatment of pain and other problems, physical, psychosocialpaitialb
(World Health Organization, 2019, pads.

The duration of Palliation is unpredictable, as healthcare providers and care|
promoting dignity, qualit andcomfort for an individual finishing their journey ¢
living is the priority.

Endof-Life care is a part of Palliative Care when pafieicondition deteriorates
but not all palliative patients result in death

Hudson et al. (2015) statéthe WHO advocates that palliative care should no
only improve the quality of life for patients but also for their famdigs 7).

fiFamily centeredare and the inclusion of family carer satisfaction with-efid
life health care is advocated as a key indicator of hospital perforingtigcdson
et al, 2015, p.7).
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End of Life

1 According to the National Institute of Aging (201@&ndof-life care is the term

used to describe the support and medical care given during the time surrout
deatlo (para 6).

o Endof-life does not necessarily occur in the moment before the last breg

the heart beating has ceased, this period can last for desjss,vor even
months before death.

How would you define Hospice and Palliative care?
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MODULE 2

WHAT ARE SOME CHALLENGES YOU MAY HAVE EXPERIENCED WHEN
PROVIDING PALLIATIVE CARE IN A HOSPITAL SETTING?

Common Challenges ldentified in he L iterature:

1 Communication between family and healthcare professig¢oaésarching theme

1 Delivering effective Symptom manageméi@omfort measures for a Dying
person Ynmetexpectations)

1 The lack of emotional support for families and healtbgaofesionals

1 Feeling unequipped for the care involved during palliative care resulting in
conflict

Note: ADD (Advanced care plannin®iscussion, an@®elivery of care) is a guideline
that has been created in addition to help in addressing thesengbs]lehch will be
discussed later idetail in Module 4.

As a healthcare professional can you relate to any of these challenges? If so, how
you solve the conflict?
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KOLCABA'S THEORY OF COMFORT AND HOW THIS THEORY RELATES

Kol

MODULE 3

TO PALLIATIVE CARE

cabadés Comfort Theory

The Context of Comfort Theory

Nursing theoretical framework that was created by Katherine Kolcaba in 199
This framework incorporated practice in healthcare, education, and researcl

Prioritizesattaining halstic comfort as a desirable outcome in tiezdre. This
theory best describes the main purpose of providing and improving the qual
palliative care.

At the endof-life, maintaining the comfort of a patient in palliative care is
paramount for healtlace professionals and families.

Ko | ¢ aheaytcontfort used three forms to further understand the theor
framework. The three forms amelief, easeandtranscendencéPeiprin, 2016)

Reliefis ensuring the specific needs of the patient amily members are met
(e.g., holistic approah including spiritual, physical, and emotional).

Easeis a feeling of contentment, is experienced when the anxiety and stress
reduced during the eraf-life process in palliative care.

The last form ofransendence where healthcare professionals,igatt and
family members are able to rise above any challenges and overcome them
developing coping skills.

The Holistic Approach

Krinsky, Murillo, and Johnson (2014) introduteontexts of the theory of
comfort which fa@uses on the entirety of the patient.

AThe four contexts in which comfor

environmental, and sociocultuogKrinsky et al., 2014).

o Physical context addresses tioely internally and homeostatic mechanism

o Psychospiritual context pertains to true awareness of self

o Environmental context is pertaining to the outside surroundings and pert
condition

0 Sociocultural refers to the intprofessional and social relanships.

-5-
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The Value of Advanced CarePlanning

The Relief i n knowoiceigheartwith AGPhe Pat i en

What is Advanced Care Planning (ACP)?

1 ACP is a conversation/process that allédwapable adults [to] have the right to
express wishesrjcluding one's own values and beliefs] thgbworal or written
advance directives that provide instructions about their healthcare choices d
a time of future incapacit(Advanced Care Planning in Canada, 2017Z)p.

1 A Substitute DecisioMaker is apointed by the individual, giving them
permision to make medical decisions on their behalf.

1 The key word is CAPABLE, this document is only used when the individual
the capacity to make their own decisions, changes can be made at any time
individual or SDM, nothing is set in stone.

1 Empoweing the patient and family in taking control of the care of the individt
suffering with a lifelimiting iliness.

1 Having this care planned prior to hospitalization, gives the HCP and family ¢
clearer idea of thimdividuals wishes in order to be more paegd, and
provide/meet the necessary needs befésdab late (., request for the last
rights performed by chaplain)

Start the Conversation
Who is involved in the conversation?
1 The individual diagnosed with the l{aniting illness

1 Family orfriends who are deemed important to the individual to beemt in the
conversation

71 Healthcare professionals

1 ALL THE STAKEHOLDERS INVOLVED IN THE CARE
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How is the conversation recorded?

9 Written or verbal documentation of the individuals wishes

1 The advanced care plan can be changed at anytime thudugbaendof-life
process (decisions are constantly being made)

1 The individual should continue to reflect on the ACP to ensure the wishes al
aligned with the expected care.

1 Creating a safe and trusting environment is key

Note:l t 6s notthpusbnkavsagi on, as a hea

understanding what to discuss to obtain the pertinent information from the patie
family in order to provide the necessary care to meet the overall needs of an
individual suffering with a lifdimiting illness.

The

T
T

Five W6s Strategy -6f-bife t he conver g

WHO is involved in the care according to the individual?

WHAT s the topic of discussion according to the clinician? (Two questions
crucial to engage the patient and family. Thst fjuestion is asking what the
patient knows about his/her owns diagnosis and the second question is regza
how much information the person would like from the clinician (Pf&fand
Head, 2018). The use of OPEdhded questions will help explore wiilag
individual understands about their iliness

WHEN is it the right time to have these discussions? (Are the individuals an
family members ready or prepared to have the conversation? Before patient
placed in Palliative care?)

WHERE can this convers@n take place? Family meetings are encouraged
throughout care and effective to ensure that the wishes of the individual and
family is carried through based on the condition of the patient

HOW focuses on senrstructured discussion plans. The goal isatethe time to
listen to the patient and family to ensure that their wishes are clearly
communicated and understood.
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Questions to guide the thinking process for Advanced Care Planning
1.

Note: Understanding the purpose of Advanced care planning, utilizing the 5Ws
help start the conversation of eafilife planningand the questions thaill help

guide the EOL process, will result in reducing the stress and anxiety experience
the HCP and family members involved in the care.

Reducing the Stress and Anxiety to Feel at Ease

How dowe address condit with apersonin palliative care? Whyo conflicts tend to
cause stress and anxiety when providing palliative care?

Here are some solutions, models and tools to reduce stress and anxiety to feel at ¢

T

At any point of time individuals and family members may experience these stage
grief: denial, anger, bargaining, depression and acceptance including anticipiioiy

What do | value most in terms of my mental ghysical heal? (For example,
being able to live independently, being able to recognize others, being able
communicate with othens

What would make prolonging life unacceptable for ntest €xample, not being
able to communicate with those around beang kept alre with machines but
with no chance of survival, not having control of my bodily functijpns

When | think about death, | worry about certain things happefimgekample,
struggling to breathe, being in pain, being alone, losing my diggtity,

If | were nearing death, what would | want to make the end more peaceful fq
me? For example, family and friends nearby, dying at home, having spiritua
rituals performed, et

Do | have any spiritual or religious beliefs that would affect mg eathe endfo
life? (For example, certain beliefs about the use of certain medical procedurs
(Speak Up2016.

Communication difficulties were the main barsdretween famili& and
healthcare profegmals when delivering care for a dying patient.

Conflict occurred when expectation from families did not match the care tha
provided or there was no appropriate conversation to discuss what was occ

As ahealthcare profesional, ifs importanto consider the Kblerds stages of
Grief when a conversation is initiated.

-8-
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Common &dnguage is another effective strategy, using simpler terms and
refraining from usingargon when explaining important information.

Its important to collect valuable information from the patient and family rega
the issue to make the patiemtd famiy feel at ease and satisfied that the conc
has been acknowledged and addressed.

Take advantage of the people that make up the care, and collaborate with t¢
members, family members, chaplagtc.

Building a strong therapeutic relationsivigtween the person, family and HCPs
are crucial to establigig trust in knowing that the care provided is aligned wit
the goals of care for the person.

Once the trust has been established discussing certain treatments such as (
measures and commealliative medications are critical within etad-life care.
These comfort measures include but ae not limitegaim management, oral
fluids, mouth care, treatment of fever, oxygen administration, and suctioning
common palliative medications inclabut ae not limited to: midazolam,
scopolamine, hydromorphone, haldol, dexamethasone, and sandostatin.
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The Models and Assessment Tools
Conflict Model

)l

In Francois et al. (2017& model was used to further understand the reason f
corflicts beween st and relatives in palliative care

This model gives desaption of conflictbys t at i ng At hat t |
conflict as [an] emotional expression, which is managed by validating but ng
internalising emotions and respondsygtemcally, sich as through use of famil
meetingso (p. 1460).

fiManaged by validating but not internalising the emoti@mkis is easier said
than done when dealing with an already emotional situation with a loved oneg
is dying. However, consisteaffective commurcation through family meetings
can help families express their feelings and concerns by addressing the plai
care with healthcare professionals. Hudson et al. (2015) ftaped discussions
between health professionals and family caaszsaneffective way of providing
psychological suppadt(p. 2)

The Conflict Model

K. Frangois et ol / Patient Education and Counseling 100 (2017) 1459-1465

Defining conflict: mis-matched
expectations and sub-optimal
communication

Warning signs: concern
about care provided

Causes: insufficiently

prepared for death Conghict a5 emation

Consequences: hurt, where
internalising s resisted

Acknowiedgment of emotion and
adaptation to allow continued care )

Resolution: proactive and
systemic

Fig. 1. A model of conflict between staff and relatives in palliative care.

-10-
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Communication Model

1 Concordant consultation was introduced in Caswell et al. (2015) as a
communication model.

1 Concordaneinvolved encouraging empowerment andoromy in thepersons
own care and moving away from t he

al., 2015).

T AA concordant mo d el of communi cat.i

clinician and patient as one in which a negotiated exchange takesgn

undersanding], in which the patient is able to participate fully and share her
perspectives on of f e (Casellktial goimn s 125

Note: These models will be helpful to effectively communicate and understand t

conflict in order to address the conflict

- 11-
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Assessment Tools

1 The Palliative Performance scale (PPS) looks at the illness trajectory in stag
measuring the persons performance stistd®% incements(only Registered
staff can use this tool)

o Withinthe PPS #At her e Stablte stagewhendhe sceré ranges
from 100%70%, Transitional Stage when the score ranges from 6@8%
and therEnd-of-life Stagewhen the score ranges from 3@ 0
(Southwestern Ontario Hospice Palliative CadeicationProgram, 2013, p.
40).

1 The Edmonton Symptom Assessment System (ERAS ii s one b
an overall sense of how the person
Ontario Hospice Palliative Care Education Program, 20155)p.

0 Repeated usef this tool may help to track changes in symptom severity 0
time.

0 This tool is essentially used to help assess symptoms such as pain, tireg
nausea, depression, anxiety, drowsiness, appetite, well, bethghortness o
breath.

1 Furthernore, anyoecapable can use this assessment tool or family members
involved in care.

More Assessment Tools
Pain is perceived differently from each individual

1 OPQRSTU SymptomAssessment toe$ used to guide a systematic assessme
of identified symptoms. fis toolcan help ensure consistent atmmprehensive
symptom assessmernh palliative care.

Nurses must thoroughly assess each symptom
Onset-When did the Pain begin?
Palliation (provokes} What brings the pain orW®hat makes the pain better?

Quality - Can you dsaibe the pain?

A =4 4 4

Radiates Where is the pain locate®&?here does it spread?

-12-
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T
T

Severity- What is the intensity of this symptor&dy., Use Pain scale-Q0 to rate
the severity of pain

Treatment What medications are you currently usingfasthe treamert
effective?

Understanding What do you believe is causing this symptom?

Value- What is your comfort goal?

For a patient who is unable to communicate their pain.

T

PACSLAC is used which stands for Pain Assessment Checklist for seniors \
Limited ablity to communicataccording to the Hotel Dieu Shaver policy

The Feeling of Transcendence and Overcoming théhallengesWith Support

T

This final form represents resilience in overcoming the challenges experieng
palliative care. The bereaveanfily are grieving and dealing with loss.

This is a part of the palliative care trajectory that needs the most support.

Again, the Kibler stages of grief should be considered through the support
process. There are different types of grief acute, chrowi@aaticipatay.

Acute griefithat occurs shortly after loss
Chronic grief:prolonged and more intense

Anticipatory grief: begins at the initial stage when the terminal illness is
diagnosed.

How are the family and staff being supported through thfscdit time?

In order to answer this question, | believds iimportant to understand that
compassion fatigue does exist, and there are different types of coping mechani
used, but for the purpose of this workshop, | have focused on the use of ledacy
and meaingful-focused coping, which have helped individuals cope during this
difficult time.

-13-
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Compassion Fatigue Exist&Caregiver Burden

T

Legacy Work

T

T

In their analysis of the concept caregiver burderChoi and Seo (201%efined

t he ter m as onalaonapt [which]dsiattnileuted to the perception
physical symptoms, psychological distress, impaired social relationships, sp
di stress, and financial =crisis thg
287).

Salmond et al. (2017)fined canpassion fatigue as an emotional state that
occurs when Anurses continually caqg
absorbing the person's trauma or pain or when nurses care for traumatized
andree x peri ence traumatic eventso (p

CF is bhleled as a state of exhaustiophysically, spiritually and emotionally;
feeling less empathetic and more irritable with people.

The symptoms displayed in some cases are having low energy; feeling emp
numb to situations which are common rasges; hawmg nothing left to give;
slowly depleting or withering away; being approached with constant questio
and having no answers (Southern Ontario Hospice Palliative Care Educatio
Program, 2013, p. 178).

Salmond et al. (2017) stated the lack inensthndiig the magnitude of CF
caused HCPs to have difficulties in identifying the symptoms, which resulteg
finding less solutions with developing coping skills in their nursing practice.

The need for balance between work and personal life is impangrihg
someone to talk to as an outlet and more education about CF/Burden of carg
yield a positive outcome and prevent more episodes of CF from occurring.

Accordingto Allenetal. (2008ji| egacy activities [
assist indviduals and families in initiating the process of life review and (2) re
in a product that can be enjoyed by family and friends prior to and after the
i ndividual 6s death (p. 1030).

This concept enabled people with the life limiting illnestetbthar own persona
story that can live on (leaving a legacy behind) essentially these activities ar
created to keep the memories alive for example: legacy recording, scrapbog
photo album, compilation of recipes of traditional meals into a boaki pltre.

http://www.hospicewaterloo.ca/legaegtivities/

-14 -
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Meaningful-Focused Coping

fiMeaningfocused coping does not attempt to change a problematic situatiof
does it directly decrease the pressure caused by negative emotions or distrg
Instead, NFC aims to change the evaluation of a situation and to make belief
goals, and stressful situations more consistent so that individuals are more ¢
dealing with stressful situatioo$Guo, Gan, & Tong, 2011)

It makes the individual reflecin the diuation and resvaluate the experienee
Ask gquestions such as fAwhat part g

This results in a more positive experience and the individual becomes resilig
building on their coping skills, which is the goal.

-15-
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MODULE 4
REMEMBER TO ADD THIS AS A GUIDELINE TO YOUR DAILY PRACTICE
WITH PALLIATIVE CARE!

ADD stands for Advancedcare planning, ongoinBiscussion and lastly hopefully
this would result in appropriaf@elivery of care. This was ore of aguideline to help
navigate through the trajectory of palliative care.

Advanced Care Planning

The benefits of advanced care planning and consents, listed in The Hospice Pallia
Care Ontario (2019), summarized the main points.

1 First point highlghted theA/HO approach mentioned earlier in Hudson et al.
(2015) with family centered and persoantered care, by improving patient ang
family satisfaction with EOL care by keeping the care inclusive.

1 Secondly, this conversation reduces the caregivelelbuof cae- the families will
have confidence in making the decisions for the person once incapable.

1 Third point refers to decreasing the opportunities for unwanteduséaining
treatmentsdealing with futile medical treatments.

Fourth, increase thehances bdying in a preferred setting.

1 Lastly, reducing the cost of supplies and resources for the healthcare sygter
transfusing blood to a patientateodl i f e ) . Il will stre
would only be used if you are not capablespeakng for yourself. You can also
change it at @20¥6,p 4).Masds ai gomgpkocess and
onebs wishes can change at any poi

T As mentioned earl i er, t haboubanadfdifeand
incorporatng the gestions which will guide the discussion abaditanced care
planning will be beneficial within the plan of care of a patient suffering with 3
limiting illness

Discussion

1 Promoting continuous effective commuation throghout the care betwaestaff
and families and patients are important for the ongoing deeisi@king to occur,

1 FAMILY MEETINGS are encouraged in practice to discuss family and patiel
concerns with healthcare professionals.

-16 -
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Delivering the Reauired Care

Attempt tohave the tcussion as early g®ssiblein order togive theperson
(patient) an opportunity to participate in their ownecarhich may in turn, help
to reduce conflicts from arising.

Compassion and empathy are personality traits that aretiabgdren aaling
with a dying person.

With morediscussion about deathe alture will change and the conversation
will become less stigmatized

Discussion about wishes (values and beliefs) with the stakeholders that the
would like induded in their care is key

End-of-life care is umue to he individual

The voice of the individual with the I{@miting illness will be heard by
communicating one's own wishasd reduce the stress and anxiety experienc
during care.

T

To ensure patient wishes are respeeted folowed through the plan of care at
the end of life

REMINDER: That theindividualé wishes can be changed at any time througt
the process

When the patient is incapable of making their own decistbes Substitue
Decision maker steps in dweir voie. At this point, the Advanced Care plan
would be implemented into the care.

Pain and other Symptom management are important and when the wishes ¢
individual arecommunicateeffectivelythis helpgo guide tke care according to
the individud

Indei vering the required car e stakéholders
achieve transcendence in overcoming challenges with caring for a patient in
palliative care.

Within the delvery of care, as healthcare professionals, understanding the
common phsgiological changes that occur at the -@fdife is important to
include with health teachiné\so, includingavailable support services for
bereaved family membeasce the jarney to finish living has occurres
beneicial. -17-
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WHAT ARE THE COMMON PHYSIOLOGICAL CHANGES THAT OCCUR AT

Mental/Emotional Changes

The patient may exhibit the following:

=4 =2 =/ =2 4 =

Physical Changes

T
T
T

MODULE 5

THE END-OF LIFE DURING PALLIATIVE CARE?

Withdraw, become quieter, lesgerestedn what they may hae enjoyed
Sleeping more (may not wake up if you talk to them)

Becomes confused at times

Decline in all their senses, but their hearing is the last to go
Restless, attempting to climb out of bed or hallucinating

Begin makinguneral plans and giving awayheir posessions (some individuals
just know when their journey of living is coming to an end)

Haliburton Highland Healtlservices, 2018

Skin is cool to touch & appears pale
A low-grade fever

Increased changen breating pauses may beriger & nore frequent (periods o
apnea), breathing may be noisier (shallow breathing or laboured)

Pulse may be rapid, irregular or weak.

Discolouration that may look like bruisiff§ mo t t) begins gsdially on the fee
and bwer legsthis is because of@wving drculationd it does not hurt

Noisy breathing is caused by a weakened cough réflexPatientnay have
difficulty in clearing his or her throat. This little bit of mucous can sound very
loud! It usually does not cae the dyig person distress orsdomfot (death
rattle)

Pupils may dilate (get bigger)
Haliburton Highland Healtlservices, 2018

-18 -
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MODULE 6

SUPPORT AND BEREAVEMENT FOR HEALTHCARE PROFESSIONALS
AND FAMILIES

These are some resources to refer tahmey arenot limited to the lisbelow, more
resources can be found in the Framework on Palliative care in Canada

{1 Canadian Virtual Hospice - Free online support and personalized informatior
about palliative and enraf-life care to patients, family memisg healthcare
providers, reseahers andceducators.

1 Caregiver Compass Is a free and easy to access online resource that proviq
tips and tools to help caregivers manage their-gatiag responsibilities,
navigate the health care system, and deal fim#incialand legal matters

1 Death Duola/End of Life Duola - provides emotional, educational and practic
support

1 MyGrief.ca - Free online grief and bereavement resources for Canadians

1 Victoria Hospice (Victoria, BC) - offers a psychological and bereaverne
programincluding telephoneupport;in person counseling; a variety of
bereavement support groups and more.

(Framework on Palliative Care in Canada, 2018 42-43)

I n conclusion, by incorporating the K
these guideh e s t o o nirepallativepcara, this wiltire turn help to improve the
overall quality of care with a patient suffering with adifaiting illness.

Now we will move on to Part 2 dthe Journey to Finish Living: Practicabols to
OwercomeChallengesExperiencedDuring Endof-Life in PalliativeCare, an interactive

A

Prezi presébegmlati on. Let 6s

You will access Part 2 of the workshop in the link below:
https://prezicom/p/ipswaslj3reh/thnewversion-of-the-workshop/

-19-
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Implementation of the Workshop

The workshop will be introduced as a professional development toddBs
and available to the public on an online portal as well for an additiesalirceThis
would then cateto all different types of learners. The length of the workshop will be 2
hours The format of the workshop as discussed earlier will be in two parts to mirror a
fli ppedclassroomapproachwherestudents arentroduced to thenaterial prior to class
and wse theclassroontime for interactive activities tapply their knowledgeRart 1 will
consistof learning content and Part 2 will consist of activitiestwould roughly take
about 1615 minutes per activity. The most appropriate learning activity woeila
combination of face to face in the communégd distane learning ¢nline) in order for
the workshop to be easily accessifile.incoporate a clss discussionnling a forum
would be creatdto ensurghere isinteraction betwen the partipants aa given time.
At this given timel would like to irtroduce three questions to prontipe HCPsin
thinking furtherinto the contentlisplayedin Part 1 ¢ the wokshop These questions will
be taken up ifPart 2 of the workshqgace to faceThe questias are as follow: 1) In
your ownprofessional experienceas thereever atime you neededo discussEOL with
a family membe? Please describe the experien2eWhat type of support d you feel is
necessarywhencompassioffatigueis observecmongsstaff or family membeP 3) As a
HCP, when challenges occin caring for an EOL patienhow doyou deal with the
situationat hand?

As an educator, the technique | would use to facilitate the transfer of knowledge
would be through the use of combiningbabaching and mentoring techniques to

encourage thhumanist and constructivist style of learning. My idea idake the
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initiative and pitch my research project to the annual Hosatimtive Care Conference
in Toronto. Then, | would hope to havestbpportunity to work in the community and
offer my educationbworkshop to hospice and palliative care facilities.
Evaluation

For the evaluation section, | had the opportunity to get some constructive
feedback from a family member who is also a regidtetgse. The feedback helped me
understand which astions wold be valuable to receive a strong and useful evalnati
of the content learned. One main feedback that was consistent from my family member
was the need for a connection from one topic to &éxt to ensure fluidity within the
content of Part 1Another Bedback was ensuring that the objectives followedtter
of the content within Part 1. Lastly, she enjoyed the use of the creative acronym (ADD)
and felt that this can be used in her own ficacWith the revision of material from Part
1 prior to the inclasssection(Part 2) my family menber feltprepaed and omfortable
to participate in the interactive portion of the workshop. Also, she gave feedback on the
guestions and activities in R&. Some questiorendactivities were not completely clear
on the expectation that was requifeain eachactivity. Thus,clarity and clear wording
were consistent with her feedback regarding the interactive portion. Overall, she learned a
lot from the naterial and felt that the questions challenged her to use a higher level of
thinking (critical thnking). Although his wasonly feedback from onelCP, | would
hopein the futureto seek out further feedback from a broader range of professionals once
the workshop issuccessfullytilized in the community.

| was then able to utilize a questionnaire from Cafarella (280@)adeéd more

guestions to @scover if the workshop was useful and effective. In creating my evaluation,
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Reflective practice allows educas to receive important data to possibly use for future
research or improve dhe delivey of their workshop. Theost qustionnaire is

presented in Appendix G.
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CHAPTER SIX: CONCLUSIONG SHIFTING THE CULTURE OF DEATH AND

DYING THROUGH THE USE OF EFFECTI VE CONVERSATION

How would this workshop benefit the particip@dwn practice in palliative
care? The main goal adHCPis to improve the quality of life during palliative care by
focusing on the patient as a whole. Death is a unique experience forrelreigual and
prior to this experience, care may be providethe form of palliative care in a hospital
setting.In thebeginning of the paper, | introduced the question, do individuals
understand the difference betwedwspicecareand palliaive car®

In my own experience as a registered nurse in palliative canitinthe
evidence portrayed in the literaturepst indvidualswho are admitted with a life
limiting illness into palliative care may not have a clear understanding of the difference
betveen palliative care and hospice care. In additionr, ehgpectationsnay be
misconstrued due to thegiersonal vies of dedh and dying. Thus, if the appropriate
planning was not completed prior to admission, family membersi@id may carrythe
burden & making the difficult decisions during palliative care. Isréha difference
betweerhospice care anpalliative @are? Ina hospital setting, hospice care is more
predictable and the prognosis is 6 months or less to finish living with a terminal illness.
On the other hand, palliative care is more unpredictablaatzl care may last for days,
weeks, monthor yeas with alife-limiting illness. In my research, | have come to
realize that hospice care can become a part of palliative care oniteetbeebecomes
poor and the elderly patient is decliningdEcare is then introduced. The difficult
conversations begioncete pati ent 6s condition becomes

of care, are families antdCPs prepared for the critical discussions timaist take place
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throughout the cafds the care plan aligningiththep at i ent 6 s wi shes? 1|s
availabk for individuals to cope with this emotional period in their lives? If challenges or
conflicts occur during care, how can they be addressadoided in the futureith
palliative care pedagogy?

The workshop will help to navigate the trajectorye@L in pallidive care to
have a clearer picture of what to expect and how to start the necessary conversation to
discuss the plans for an indilial with a lifelimiting illness when hospitalized. The
purpose of the paper was to explore the common challeingiesdcu with providing
EOL care duringpalliationin a hospital settingdr anelderly patiehby exploring the
lived experiences from fafies andHCPs. Thereview ofthe literaturehighlighted the
gap of knowledge in palliative canghich in turn presentedtie need to formulate a
workshop regarding palliative care pedagogy.

In the literature reviewa metaethnographic synthesis apprbagasused to
further expore the cetral phenomenonof interest. The challenges expressed during
palliative care fom the @rticipants wereandidanddetailed In regards to advanced
diredives, most of the research argued the importance of incorpotiaisngocument
into onebs care, whil e ot hadminimaismpaeondthe st at
type of cae proviced. The literature suggests that thesa gap inproviding patients with
information about advanced care panning anddhgbingconversation was absent from
the care provided for an individual suffering with a-lifaiting iliness. Due to théack of
conversation between patient, faméyndHCPs, conflictsoccuredwhich causd
challengesn the provision of careCritical convesationwould involve formal

discussios amonghe individual, appointed substitute decision mg&&M), and
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HCPs. Timing iscrucial when introducing advanced care planniigvingsuch
conversatioa early provides the individudiagnosed with the lifd miting illness an
opportunity to participate in their own care and express their own beliefs, \atdges
wisheswith any treatments expected throughout care. At any time during care these
wishes can baltered or changed by the individual if they are degicognitively
capable. However, if the patient is no longer capable of making their own medical
decisions, the resmsibility is left to theSDM or Power of Attorney. This is theole
reason for havinghese discussions prior to care, to inform family frehds of their
wishes in order for their voice to be heard and respected during the care
The overarching themeithin the existing literature was the challenge regarding
the communication between families and stdifle caring for an individual &OL.
There seemed to be anintentional disconnect between the care given to patients and
family members. The othebpmmon clallenges expressed in the literature though
detailed experiences from family mbers andHCPs includedthe delivery ofeffective
symptom managemertiack of emotional support for both families and HCPs, and feeling
unequippedvith providing palliative care Palliative care is a complex concept thatdsee
furthereducation to close the gap and infdd@Psof the importance of creatingsafe
environment where individuals can converse about their wishes regarding palliative care.
Individuals endure eollercaaster of emotions and experience different stages of
grief according to the Kblerds model The stages of grief (different emotiorstates) are
critical aspects to consider while providing care for the whole perde®in The

conflict model by Fancois ¢al. (2015) referred to conflict as an emotion which is

affected by the AmMi s mgpttd mead exoprentd@y. Xsadc n so hao
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HCPs, using a holistic approach with providing care is paramount, which involves caring
for the individudas a vihole (pdient and familycentered care).
Implications for Practice

The workshop helped to highlight the theoretical framewokkjriportant
models, assessment tools, strategies, guidehmesadditional content to assi$CPs
improve their om practce in pdliative care. The theoretical framework used within this
paperwaK ol cabads theory of comfmg.t , Kwhdakhadon
of ¢ omf or t-range tlseonafor heialth gractce, education, and research. This
theoryhas thepotential to place comfort in the forefront of healthcare. According to this
model, comfort is an immediate desirable outcome of iu n g Petipaim 2016, péra
1). The three forms of comfort are: relief, ease, and transcendence. Thetfirsf faief
is ensuring the specific needs of the patient and family members are gndtdlestic
approach including spiritual, physicaind emotional). The next form of comfort is ease,
a feeling of contentment experienced when the anxiety and streskced during the
EOL process in palliative care. The last form of transcendence indl@€s, patient
and family memberg/ho are abé to rise above any challenges and overcome them while
developing coping skills.

These three forms heavily influestt the gructure of the paper, which prioritized
the strategies that weaglvanced forpalliative care pedagogy. The theory also helped to
further understand the purpose of effective communication within the care of an
individual atEOL. Another main focgboint in the workshop was learning to ADD this
guideline to onebs own practice. Ef fective

to stat the conversation. The acronym ADRustisfor Advancectare planning, ongoing
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DiscussionandappropriateDeliveryof care ADD is a guideline to help navigate
through the trajectory of palliative cafhis workshop conveyedthe importance of this
guiddine. The workshogasmirrored a flipped classroom approachesthe
participants involved in this sessicgviewthe reqired conten{in Part 1) prior to
attending the interactive portigolass time) of the workshop presented in a Prezi
presentationThis approach of facilitating the workshop will help students devéleip t
own autonomy with their learning and exy on heir own knowledge by applying what
they have learned in the interactive section of the workshop (Part 2). The workshop was
tailoredto adult learners and the goal was to achieve meaningful learningthtiseuse
of bothconstructivist and humastic leaning approachesMoreover, individuals must
feel motivated and empowered to explore the unknown and take control over their own
leaning. This in turnwill foster a positive learning enviroment.
Recommendationdor Further Research

There is roonfor further research, where more studies incorporate unique
strategies antesearch the effectiveness of the strategies based on thedeé&dipathe
bereaved family members arCPs. | wouldlike to see more longitudinal studies
document how the familsne mb e r p @ fandtlGRs 6 e x perywiththe es v ar
decision making procesas they progress withéHEOL journey Preferably, this
research could consist of the same family members, patiedHCP (continuity of
care). That would be interestingread ad elaborate on the existing researithe
limitations of the studyinvolvedinstitutional setting and patient demographic. The fecu

of the settig was the hospital environment and seniors were the patient population of
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interest.l would like to each otler patientdemographigroupsin further research
correspondingo death and dying.

In concluson, the purpose of this paper wasting more awareness to the
importance of having the conversatiamdensuring that there is relief in knowing tha
the vace of the individual suffering with the I#f#miting iliness is heard through
advanced care plamg. Also, within theongoingdiscussion, the individuaés values,
beliefs, preferences amdshes are being expresseeducingthe overall stressna
anxigy for the stakeholders involveBeeling akase would be the end goal, with the
individual knowing that their wishes are beingpested during the provision of care
Finally, with transcendence the individual and family members are coping anthing
resilient with the required support during the palliative care experience. Another kind
reminderist o ADD t hi s g un pdaeticel pnoeto th&OL care précess in w
palliative care. Utilize advanced care planning, ongoing effective concation
throughout the carend as a result the delivery of care will reflect the important
discussion. In turn, this will help to ultimey change the culture of death and dying
eliminating thestigma, and allowing individuals to feel free witlavingthe corversation

to discuss wshesin regard to EOL inpalliative care.
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Appendix A

Advanced Directives

)\ Hotel Dieu
4 ‘“~_Shaver

HEALTH AND REHABILITATION CENTRE

Advance Directives
Complex Continuing Care

O Advance Directives Declined

(m Level One (Support/Comfort Care). No CPR.
This may include, but not be limited to: = pain management

= oral fluids

= positioning

= mouth care

= treatment of fever

= oxygen administration

= suctioning

Diagnostic interventions and transfer to an acute site/service will not normally be utilized for a patient who

requests this level of Advance Directives. Any acute illness or accident not able to be treated on your unit

will be addressed on an individual basis according to patient wishes.

O Level Two (Support/Comfort Care) and Antibiotics. No CPR.
Care measures will include all procedures utilized in Support/Comfort Care as well as the administration of
antibiotics if indicated. No CPR.

J Level Three — Transfer Upon Order of a Physician to Acute Care Site or Service. No CPR.
Assessment would be made in the acute care hospital emergency department/or by most responsible
physician and a decision made whether to admit the patient or return him/her to the sending unit or site. If
symptoms indicate, the patient would be transferred to an acute care site/service for treatment.

O Level Four — Transfer Upon Order by Physician to Acute Care with ACLS, including mechanical
ventilation.
Transfer to an acute care site or service will be arranged immediately. Cardiopulmonary resuscitation
(CPR) will be provided according to ACLS guidelines, and by ambulance personnel.

O  Specific Instructions

**  NOTE: Capable patients have the right to change their DNR status at any time. Be aware that if a
patient asks for CPR, this overrides any DNR status that has previously been discussed and

documented.
Signature of Patient or Substitute Decision Maker Date (dmy)
Signature of Witness Date (dmy)
Signature of Physician Date (dmy)

Chart Copy — Do Not Destroy

sc\forms hds\advance directives ccc
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Appendix B

The Conflict Model

K. Frangois et al. /Patient Education and Counseling 100 (2017) 1459-1465

Defining conflict: mis-matched
expectations and sub-optimal
communication

Warning signs: concern
about care provided

Causes: insufficiently

orepared foe death Conflict as emotion

Consequences: hurt, where
internalising is resisted

Acknowledgment of emotion and
adaptation to allow continued care

Resolution: proactive and
systemic

Fig. 1. A model of conflict between staff and relatives in palliative care.
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Appendix C

Service Delivery Models

Service Delivery Models

Each dying person and family will have unique issues and needs. Primary health care providers have always cared for the
dying as part of their role and in many instances are capable of meeting the needs of the person and family. There are,
however, situations when more specialized knowledge and skill would be of benefit to the person and family.

Primary Care
Service Providers

Responsible for managing
the disease, identifying issues
and providing for the :
of the person and his
family throughout t

: Tertiary Level
iliness tr: ry and at 5

Consultants

Secondary Level
Consultants

Experts in hospice palliative Support secondary experts
care that support primary and primary providers on difficult

providers in every setting whe to manage cases, educate and
persons/ families receive train secondary and tertiary
care and develop training experts, conduct research
programs to educate and develop advocacy
primary providers. strategies.

The Person
and Family
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Appendix D

Domains ofl ssuesAssociatedWith Iliness andBereavement



