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ABSTRACT

Background-Peoplewithseriousillnessandtheirfamiliesreceivesubstandard

medicalcare,includinguntreatedsymptoms,unmetpsychosocialneeds,severe

caregiverburden and low patientand familysatisfaction.Palliativecare

addressestheseshortcomingsthroughacoordinated,team approachthat

resultsinbettercommunicationwiththepatientandthepatient’sfamily,and

bettercommunitysupport.

Objective-Toexaminestatusofpalliativecarepracticeamonghealthcare

providersworkinginhealthcaresettingsofJimmatown.

Methods&materials-Aninstitutionalbasedqualitativecasestudywas

conductedfrom April11toJune2017amongpurposivelyselected27health

careprovidersworkinginhealthcaresettingofJimmatown,byusingsemi

structuredindepthinterviewguide&focusedgroupdiscussionguide.Atlasti7

toassistandanalyzedthematically&ethicalclearancewasobtainedfrom

Jimmauniversityinstitutionalreviewboard.

Result–theanalysisreviledthatphysicalcare,psychologicalcare,spiritualcare,

practicalandsocialcareareidentifiedunderscopeofpalliativecare,availability

oftraining,Individualrelatedfactorsanddiseaserelatedfactorareidentified

underenabling factorand unavailability ofdrug,unconducive working

environment,patientrelatedproblemsandlackofrecourseareidentifiedasa

barriertoprovidepalliativecare.

Conclusionandrecommendation–Theresultofthisstudysuggestedthatthe

healthcareprovidersaremotivatedtoprovidethebestpossiblescopepalliative

careandtoaddlifeonthedayoftheirpatients.Nevertheless,duetobarriers

theyfaileventherewereenablers.Thereforetheorganizationsshouldworkto

tacklethoseobstaclestoprovidepalliativecare.
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CHAPTERONE;-INTRODUCTION

1.1Background

Palliativecareisanapproachthatimprovesthequalityoflifeofpatientsand

theirfamiliesfacingtheproblemassociatedwithlife-threateningillness,through

thepreventionandreliefofsufferingbymeansofearlyidentificationand

impeccableassessment,treatmentofpain,distressing symptom & other

problems(physical,psychosocialandspiritual)(1).

Palliativecareimprovesthesurvivalandqualityoflifeascomparedtousual

careamongpatientswithcancerorotherdiseaseandhelpsensurecareis

concordantwithpatientpreference(2).Palliativecarearoseasaresponseto

patientexperiencesofpoorqualitydying.Followingalongperiodofevidence

building,thebenefitofpalliativecareinimprovingqualityoflivinganddyingare

nowrelativelyrobust(3).Palliativecareisintegraltothemanagement ofall

patientswithnon-communicable,communicablediseases,injuriesandtrauma

(4).

Worldwidepalliativecarealliancealsorecommendsthatallgovernmentsto

integratepalliativecareintotheircountry’shealthsystem alongsidecurative

care(5).Ataminimum,palliativecareshouldbeprovidedevenwhencurative

careisunavailable(6)

Toeffectivelyintegratepalliativecareintoasocietyandchangetheexperience

ofpatientsandfamilies,allfourcomponentsoftheworldhealthorganization

(WHO)PublicHealthModelmustbeaddressed.Theremustbeappropriate

policies,adequatedrugavailability,educationofhealthcareworkersandthe

public,andimplementationofpalliativecareservicesatalllevelsthroughoutthe

society(7).Thescopesofpalliativecarearediseasemanagement,physicalcare,

socialcare,psychologicalcare,lossandbereavement,spiritualcare,practical
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andendoflifecare(8).

1.2StatementofProblem

Annuallyworldwide54millionpeopledie(allcauses),30millionpeoplediefrom

progressiveorganfailureotherdegenerativedisease,8.5millionpeoplediefrom

cancer&1.5millionpeoplediefromHIV/AIDS.Withtechnologicaladvancein

publichealthandhealthcareprovision,lifeexpectancyisincreasingrapidlyin

manypartsoftheworld&currentlyalmost1in10peopleareover60.By2050,

thisproportionwillhaverisento1in5anagingpopulationbringswithitarisein

chronicconditionandmultiplecomorbidityandanincreasedneedofpalliative

care(9)

Noncommunicabledisease(NCD)killsmorethan36millionpeopleeveryyear.

About80%ofNCDrelateddeaths(29million)occurinlow-and-middleincome

countries.Morethan9millionNCDrelateddeathsoccurbefore60yearsofage.

FourcommonNCDs(cardiovasculardiseases,cancers,chronicrespiratory

diseases,anddiabetes)accountfor80%ofallNCDrelateddeath(10).The

currentmagnitudeofNCDsisareflectionofexposuretotheriskfactorsacouple

ofdecadesago(11).

AccordingtoaverbalautopsystudyonburialsurveillanceinAddisAbaba,51%

ofdeathswereattributedtonon-communicablediseasesfollowedby42%died

ofcommunicabledisease&6%diedduetoinjuries(12).Despiteofhighdeath

rateduetochronicdiseaseinEthiopia,thehealthsystemnotyetwellequipped

toaddressthechallengesofchronicdiseasesuntilHealthSectorDevelopment

Program–IV(13).

Globally,35millionpeopleexperiencepainandsufferingcausedbyoldageorby

life-limitingconditionssuchascancer,AIDS,andotherchronicdiseases(7).
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Sub-SaharanAfricahasthegreatestunmetneedforpainrelief,with837,000

untreateddeathsinpainfromHIVorcancer(14).Developingcountriesconsume

onlyabout9%oftheworld'smorphine,eventhoughtheyaccountfor83%ofthe

world'spopulation(15)Soprovidingpalliativesupportgloballyisalsolikelyto

benefittheapproximately70millionfamiliesorvoluntarycaregiverswhoare

helpingthoseaffected(16).

AccordingtotheGlobalatlasofpalliativecarereportanestimated40million

peopleworldwideneedpalliativecareeveryyear,ofthose,about21million

peopleneedpalliativecareattheendoftheirlives,above90%ofthem asa

resultofnon-communicablediseases.Howeverestimated42%ofcountries

havenopalliativecareserviceswhatsoever,whileafurther30%havelimited

servicedeliverythatreachesonlyasmallpercentageofthepopulation(17).

AccordingtotheGlobalAtlasofPalliativeCareattheEndofLife,palliativecare

isstillatitsinfancyinEthiopia(17)..Thelatesteconomicintelligenceunitquality

ofdeathindexalsorankedEthiopia70outof80countriesassessedfurtherproof

oftheneedtoimprovepalliativecaredeliveryinthecountry(18).Insufficient

trainingofhealthprofessionalsinlowandmiddleincomecountries,bothbefore

andaftertheybeginpractice,isamajorobstacletothewidespreadprovisionof

palliativecare(19).

 

Theneedforpalliativecareisexpectedtoescalateoverthenextseveral

decades.Theworld’spopulationcontinuestogrowandmanycountrieswillsee

increasesintheirolderagegroup.Thismeansthenumberofindividualswho

willexperienceillness,eitherchronicorlife-threateningconditions,livelonger

withtheirlife-limitingillnessbecauseofadvancesinscienceandtechnology,

anddiefrom theirdisease,isanticipatedtorisesignificantly(20).Patients

sufferingfromachroniclife-threateningdiseaseareeligibletoreceivepalliative

care(1).Peoplewithseriousillnessandtheirfamiliesreceivesubstandard
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medicalcare,includinguntreatedsymptoms,unmetpsychosocialneeds,severe

caregiverburdenandlowpatientandfamilysatisfaction(21).

Palliativecareaddressestheseshortcomingsthroughacoordinated,team

approachthatresultsinbettercommunicationwiththepatientandthepatient’s

family,andbettercommunitysupport.Palliativecareteam’sloweroverall

healthcarecostsbypreventingclinicalcomplications,facilitatingdischarge

planning and reducing preventable hospitalizations,re-admissions and

emergencyroomvisits(22).

Despiteanincreasedburdenofchronicdisease&palliativecareneed;very

limited research hasbeen conducted on thetopic,especiallyfrom the

perspectivesofhealthcareprovidersingeneralinourcountryandpalliativecare

isagoodstrategyaimedtoprovidecomfortandmaintainthehighestpossible

qualityoflifeaslongasliferemainsfortheincreaseprematureNCDrelated

deaths;so,thepurposeofthisstudyistoexplorethecurrentstatusamong

healthcareproviders.
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1.3Significanceofthestudy

Thestudybenefitforhealthcaresettingstoaddressforthosepatientsofall

agesthatneedspalliativecarefromlifethreateningtochronicallyillpatients.

Thisstudywillprovidesfertilegroundtocontinueworkingofpalliativecareand

itwillbenefittothehealthcareproviderstoseethemandrespondaccordingly.

Benefitspatientsintermsofbyimprovingthequalityoflifeifidentifiedbarriers

aretackled.Alsothefindingsofthisstudywillserveasabaseforother

researcherswhowanttostudyaboutpalliativecareinadvance&itwillalso

helpfulforpolicymakersandhealthcareplannerstoexpandtheirunderstanding

ofcurrentpractice ofpalliative care service and inform future policy

developmentandhelpfultoaddliteraturegaponpalliativecareinourcountry

especiallyqualitativestudies.

.
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CHAPTERTWO;-LITERATUREREVIEW

2.1Scopeofpalliativecare

AstudyconductedtoexplorepublicperceptionofpalliativecareinUnited

kingdom showedthatHolisticserviceslikefocusonphysicalcare,theneedto

consistentlyaddresspsychological,spiritual,emotionalandpracticalneedsare

expectedfromhealthprofessionalswhoareprovidingpalliativecare(23).

AstudydoneUnitedStateofAmericaonhowtoprovideoptimalend-oflifecare

for critically illpatients showed that controlling physicalsymptoms,

psychologicalandcognitivesymptoms,economicandcaregivingneeds,social

relationshipsandspiritualcareareessentialtohaveagooddeath(24).

2.2Barrierstoprovidepalliativecare

Aqualitativedonetoasses’structuralchallengesofprovidingpalliativeCarefor

PatientswithBreastCancerinTehran,Iranresultshowedthatparticipantsinthe

studybelieved,thatthecareproviders’lackofadequateknowledgeand

awarenessofpalliativecare,nonexistenceofclinicalguidelinesandprotocolsin

primarycareandeducation,fuzzyandvaguejobdescriptions,andweak
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teamworkskillsareamongthosestructuralbarrierstoprovidingeffective

palliativecare(25).

AstudydonetoidentifybarriersandfacilitatorsinfiveEuropeancountriesresult

showedthatprofessionalsinItaly,describedthatthereisagenerallackof

awarenessaboutpalliativecare,andprofessionalsintheNetherlandsstated

thattheirmanagersconsideredpalliativecareunimportant,becausetheywere

notawareofwhatpalliativecareactuallyis(26).

Astudydonetoasses’physicians’andNurses’perceptionsaboutpalliativecare

incoronaryunitcentralSwedenresultshowedthattheinformantsthoughtthat

theirknowledgeandeducationaboutpalliativecarewas,generallyinsufficient.

Staffnursebelievedtheyhadlittleornoeducationonpalliativecareandwere

thusnotcompetentto dealeffectivelywith eitherpatientsorrelatives.

Furthermore,Staffnursenotedthattheirknowledgeoftenwasdeficientto

supportrelativesadequately(27).

Aqualitativestudydoneto assesbarrierstoprovidepalliativecareforolder

peopleinacutehospitalsofUnitedKingdom resultshowedthatbarriersto

palliativecareprovisionforolderpeopleincludesattitudinaldifferencestothe

careofolderpeople,afocusoncurativetreatmentswithinhospitalsandalack

ofresources.Andalsodifferinginunderstandingsofwhoseresponsibilityitwas

toprovidepalliativecareforolderpeople,anduncertainlyovertherolesof

specialistandgeneralistpalliativecareprovidersinacutehospitals(28).

Astudydonetoidentifybarrierstotheprovisionofhigh-qualitypalliativecare

forpeoplewithdementiainEnglandresultshowedthatambivalencetowardsthe

systematizationofpalliativecare,disconnectionbetweenservices,different

assumptionsabouttrainingneedsandnegotiationofriskareamongbarriersto

theprovidehigh-qualitypalliativecareamonghealthprofessionals(29).

Cross-countrycomparisonstudydonetoasses’barriersandfacilitatorstocare

fortheterminallyillinCanada,England,Germany,andtheUnitedStatesresult
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showedthatlimitedavailabilityofopioidanalgesicswasnotidentifiedasan

issueinanycountryforpainmanagement,educationandtrainingtowardtheir

useaswellasprescribing(and,toalesserextent,dispensing)weredescribedas

achallenge(30).

2.3Enablerstoprovidepalliativecare

Cross-countrycomparisonstudydonetoasses’barriersandfacilitatorstocare

fortheterminallyillinCanada,England,GermanyandtheUnitedStatesresult

showedthatdedicatedandstablefundingandhavingstandardsofpracticeand

guidelineswasidentifiedasfacilitators(30).

Insummerydifferentliteratureshowedthatlackawarenessofpalliativecare,

nonexistence ofclinicalguidelines,protocols and education,vague job

descriptions,andweakteamworkwereamongthosestructuralbarriersto

providingeffectivepalliativecare&likehavingdedicatedandstablefundingand

havingstandardsofpracticeandguidelineswerefacilitatortoprovidepalliative

care.

2.4Conceptualmodelofthestudy

Psychologica

lcare

Psychologica

lcare

Endoflife

care

Endoflife

care

Palliative

care
Loss and

bereaveme

Loss and

bereaveme

Physical
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Spiritual
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Palliativecaremodelofpalliativecareadoptedfrom departmentofHealth,
WesternAustralia(8).

UNITTHREE:-OBJECTIVES

3.1.Generalobjective

 Toexaminepalliativecarepracticeamonghealthcareprovidersworking

inhealthcaresettingsofJimmatown,2017.

3.2.Specificobjectives

1.Todeterminethescopeofpalliativecareamonghealthcareproviders

workinginhealthcaresettingsofJimmatown.

2.Toidentifyenablerstopracticepalliativecareamonghealthcare

providersworkinginhealthcaresettingsofJimmatown.

3.Toidentifybarrierstopracticepalliativecareamonghealthcareproviders

workinghealthcaresettingsofJimmatown.
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CHAPTERFOUR;-METHODSANDMATERIALS

4.1StudyArea/period

Basedonthe2007Censusconductedbythe CentralStatisticalAgency of

EthiopiathisZonehasatotalpopulationof120,960,ofwhom60,824aremen

and60,136women.

Jimmatownwas352km farfrom AddisAbeba.Therearesixpublichealth

institutionsofthemtwoarehospitals&fourarehealthcenter.

Currentlythreehealthcaresettings,Jimmauniversitymedicalcenter,Shenen

Gibehospital&Organizationforsocialservicehealthanddevelopmentprovides

palliativecarebythehealthprofessionalsand.

Accordingto2016organizationreport,organizationforsocialservicehealthand

development(OSSHD)isnongovernmentalorganizationlocatedinJimmatown

providingpalliativecaretothecommunitybydividingthetownintoTanaand

Bochoboreoutlet.Bythreehealthprofessionalsand197caregiversdivided
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into16‘edir’.Thosecaregivershas20patientsunderthem,bygoingtotheir

hometheyprovidepalliativecare.Additionallythereare24peergroupsthey

provideservicesimilarlyfortheclients.

4.2Studydesignandselectedcase

Institutionalbasedqualitativecasestudydesignwasemployedtoexplorestatus

ofpalliativecarepracticeinJimmauniversitymedicalcenter,ShenenGibe

hospital&Organizationforsocialservicehealthanddevelopmentfrommarch1-

april302017onstatusofpalliativecarepracticetoidentifythescopesand

factorsenablingandhinderingtoprovidepalliativecarebyusingpalliativecare

modelofAustralia(8).

4.4StudyparticipantsSelectionprocedures

Criterionbasedpurposivesamplingwasused.Anyhealthcareproviderswho

hadexperienceoncaringpatientswithchroniclifethreateningdiseasewere

selectedasstudyparticipant.Forindepthinterviewhealthprofessionalsandfor

focusedgroupdiscussionspeergroupswereselected.

4.5DataCollectionProcedures

4.5.1Datacollectiontool/instruments

Asemistructuredinterviewguidecontainingopen-endedquestionswereused

toproducedatafromselectedparticipants.

Indepthfacetofaceinterview&focusedgroupdiscussionwasconductedto

exploretheviewsoftheparticipantsandprobingquestionwasused.During

datacollectionvoicerecordersandfield-noteswasusedtocapturethe

informationobtainedfromtheinterview&discussion.Theinterviewtook35-55

minutesandthediscussiontook1;30–1;45hours.

4.5.2.DataCollectors/Personnel

TwodatacollectorshavingBSCdegreeandMSCdegree&havinganexperience

onqualitativedatacollectionwasselected.
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Theprincipalinvestigatorwasgivenonedayfulltrainingpriortodatacollection.

Thesessionofthetrainingincludedtheobjectiveofthestudy,techniquesof

interview anddiscussionandtranscriptionrules.Aswellastheroleand

responsibilityofdatacollectorswasdescribed.Theprincipalinvestigator&the

datacollectorsweretranscribed,collectedandcodedthedata.

4.6DataAnalysisandManagement

Oncompletionofinterviewingtheparticipantsofeachday;audiorecordingswere

listenedcarefullyandtranscribedverbatim.ThentranslatedintoEnglishlanguage,

dataorganizedandexporteddirectlyintoATLAS.ti7.1andfamiliarizationwiththe

datawasdone.Thenthedatawereanalyzedbythematicanalysis,byusingbothan

inductiveanddeductivecodingapproach.Pre-existingcodingframeworkwasused

andthencategoryandsubcategoriesaredevelopedintothemesforeachparticipant

andacrossdifferentparticipantandfinallythemeaningofeachthemewas

interpreted.

4.7Trustworthiness

Thequestionwascommentedbyexpert.

Theinterviewsanddiscussionwerecarriedoutinplacesandattimeschosenbythe

respondentstoavoidanydistortionsthatmightcreepintodata.Respondentswith

differenteducationalstatus& professionalbackgroundwereselectedforthe

interview&discussion,regulardebriefingmeetingsandreviewofdatacollection

formswashelddaily.Iterativequestioningtogetinin-depthinformation,peer

scrutiny/examinationoftheresearchprojectbycolleagues,peersandacademics&

feedbackatanypresentationwerewelcomed,digitalrecorder&notetaker usedto

capturetheinformation.Therespondentswereaskedsimilarquestionsinthesame

wayandthestepsofanalysiswerefollowed.Theinterviews&discussionwas

transcribedintoword,inthelanguageofrespondentbyprincipalinvestigator&

assistantinterviewerthen translated to English language foranalysis.The
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transcriptionwasproof-readagainsttheaudiofilebyboththeassistantinterviewer

andtheresearchertocheckforaccuracy,identifyanymissedormisheardwords

andtoclarifyanyareasofconfusionorunclearterminology.Membercheckwas

done.Qualitativeresearchexpertswereconsultedduringdatacollection,analysis

andreportwriting.Firsttheinterviewconductedthenthefocusedgroupdiscussion.

Thecategoriesidentifiedinthisresearchweretransferabletosimilargroupsof

respondents.

4.8Conceptualdefinition

 Barrierofpalliativecare- anyfactor(physical,environmental,organizational,

andpersonal)thathinderstoimplementpalliativecare.

 Enablerofpalliativecare-anyfactorwhichenablesorhelpstoimplement

palliativecareinyourorganizationasthestandard.

 Healthcareprovider-anyindividualinvolvedintheprovisionofpalliative

care,likephysician,Nurses,Pharmacists,Physiotherapistandetc.

 Healthcaresetting-anyfacilityinvolvedintheprovisionofhealthservicefor

thecommunity.

 Scopeofpalliativecare-anyserviceprovidedforpatientswithchronic

diseasebesidestomedicalserviceuntildeath.

 Peereducator-areHIV/AIDSpositiveindividualwhoaretrainedtoprovide

palliative care forpatients in the hospitaland/orcommunity setting

voluntarily.

4.9Ethicalconsiderations

EthicalclearanceandapprovaltoconducttheresearchwasobtainedfromJimma

Universityinstitutionalreviewboard(JUIRB)letterwassecuredfromtheuniversity

torespectivehospitalmanagementtogainsupportforthestudy;objectivesofthe

studywasexplainedtotheparticipants&theirparticipationwasvoluntary.Thefield

team wasbriefedintheethicalguidelinesoftheNationalHealthResearchEthics

(NHRE).Allnotesandaudiofileswillbekeptwiththefieldworker/notetakeratall
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times.Namesofintervieweeswasnotbeusedatanystageofthedatacollection

process.Pre-determinedidentificationnumberswereusedondatacollectionform

(topicguideandnotes).Anaudiorecordingwasnotbeingstarteduntilthe

intervieweehasgivenconsentanddidn’trecordtheirname.Alltypedrecordswas

keptinpasswordprotectedcomputerandback-updrive.Finallyafterenteringto

computerforanalysisrecordedaudiotapewasdiscarded.

4.1.1DisseminationofResearchFindings

UponcompletiontheresultswillbedisseminatedtoJimmauniversityinstituteof

healthscience,facultyofhealthscienceschoolofNursingandMidwifery,Jimma

UniversityMedicalCenter&ShenenGibehospitalmanagementandNursingservice

directoroffice,organizationforsocialservicehealthanddevelopment,Jimmazonal

healthoffice.Alsoitwillbepresentedonseminars,workshopsandconferences&

finallyeffortswillalsobemadetopublishonpeerreviewedscientificjournal.

CHAPTERFIVE;-RESULTS

5.1Socio-demographiccharacteristicsofthestudyparticipant

Atotalof27healthcareprovidersfrom twopublichospitalsandonelocal

nongovernmentalorganization;fourteenofthem arehealthprofessionalsand

thirteenare peereducators(1forindepthinterview12forfocusedgroup

discussion)wereparticipatedinthisstudyasdescribedinthetablebelow(table

1).
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Table1;-Thesociodemographiccharacteristicsofthehealthcareproviders
workinginhealthcaresettingsofJimmatown,Ethiopia2017(n=27)

Characteristi
cs

Frequency

Sex Male 7
Female 20

Professional
category

Nurse 8
Physician 3
Pharmacist 2
Midwifery 1
Peereducators 13

Institution
Jimmauniversitymedicalcenter 13
Shenengibehospital 7
Organizationforsocialservicehealth
anddevelopment

7

Educational
status

Generalpractitioner 3
Mscdegree 1
BscDegree 7
Diploma 3
Belowdiploma 13

5.2Mainthemesandcategories

Fromtheanalysisoftheintervieweeandfocusedgroupdiscussion149primary

codesareidentified,andthenthecodesareexaminedforsimilarities.Thenafter

similarcodesweremergedandfinally65maincodeswereextracted;inlater

stages,theyaredescribedinthirteencategoriesandthreemainthemesas

mentionedinthetablebelow(table2).

Table2Mainthemesandcategoriesemergedfromdataanalysisofthehealth
careprovidersworkinginhealthcaresettingsofJimmatown,Ethiopia2017

Maintheme Category Subcategories

Scope of

palliativecare

Physicalcare,Psychologicalcare,Spiritual

care,practical,Socialcare

-painmanagement

-psychologicalsupport

-caregiversupport

-spiritualssupport

-dischargeplanning
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Enablers to

provide

palliativecare

-availabilityoftraining

-Individualfactors

-trainingofpalliativecare

-trainingofpainmanagement

-lifeexperience

Barriers to

providepalliative

care

-unavailabilityofdrug

-workenvironmentrelatedproblems

-healthcareproviderrelatedproblems

-Patientrelatedproblems

-funding/resourcerelatedproblems

-lackofteamapproach

-lackofantipaindrugs

-unconduciveworkingarea

-interruptionofsupport

-patientresistant

5.3Scopeofpalliativecare

Theresultofthisstudyindicatedthatthereisnoguidelinesconcerningpalliative

carein thehealthinstitution;whichobligatesthehealthprofessionalsto

providepalliativecareforthepatient;buttheyareawareofpalliativecare

serviceandprovideitforthepatientswithchronicdiseasebycalling‘comfort

care’butastheyreportedtheydidn’tprovideallscopesforonepatientratherby

assessingthepatientcondition,theyselectthescopewhichisappropriatefor

thatparticularpatient.Amongthosephysicalcares,psychologicalcare,spiritual

care,practicalcare&socialcarewerementionedbytheparticipants.

5.3.1Physicalcare

Inspiteofitssubjectivenature,mostpaininpatientswithchronicdiseaseis

associatedwithtissuedamageandfunctionalimpairmentofbodysystems.As

reportedbymostofthestudyparticipants,patientsmayhavealotofcomplain

duetothediseaseprocessbutpainisnotignoredsymptom.

Regardingthis30yearsold,generalpractitionerintervieweesaidthat

“…watchingpeopleinpainaresomethingthatIdon'tliketoworkwith;this

justdoesn'texistforme,soIhavetoassesandprovideantipain.”

Alsoanotherparticipantmentionedthatpatientscomplainpainduetothe
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diseaseseverityasaresulttheymanageitaccordingly.

Afemaleoncologynurseintervieweesaidthat“cancerhasseverepain…I

assesthepainlevelandmanageit,startingfromparacetamoltomorphine”

5.3.2Psychologicalcare

Accordingtoreportofparticipants,buildingrelationshipsthatenablediscussions

totakeplacewiththepatienthelpstocopefromfearfullemotionsattheendof

theirlifebygainingoftrustfromthepatientandalsohavingpeopletotalkto,to

helpreflectonone’slife,orsimplytohavefunwithisanimportant

A28yearsoldgeneralpractitionerintervieweesaidthat“Mostofthem

(patient)havefearofdying...,Ispendmostofmytimedealingwiththem”

Anotherparticipantreportedthatnonverbalcommunicationcanconveyagreat

relieffrom terriblefeelingorsenseofbelongingnessprovidesawayforthe

patienttoresolvefrom stressfulconditionsrelatedtoimpairmentofhis/her

healthcondition.

A27yearsoldmalestaffNurseintervieweesaidthat“….youdoesn’thave

alwaystotalk(…)sittingathis/hersideissometimesenough,thepatient

mayfindsomepeaceorsomewaytocopewithhisownemotions”.

5.3.3Spiritualcare

Traditionalhealingisaninfluentialcommunity-basedresourcethatimpacts

utilizationofdrugsasdiscussedbyfocusgroupdiscussantsasaresultthey

advisetousebothconcurrently.

“Afterstartingthemedication,they(patient)say“HOLYWATER“,“PRAY”,“DUA”

willhealus.Butweteachthemtonotstoptakingthemedicationandtouseboth

together“

5.3.4.Practicalcare

Inordertobringchangetohealthcarepracticeandtohavegoodcomplianceon

theirlifestylesofthepatientcontinuousprovisionofservicespracticallyhasan

importance.Asmentionedbyfocusedgroupdiscussantstheygowherethe

eligiblepatientavailableisandprovideservicesdirectly.
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“Weprovidehealtheducationforthepatientinthemorning,weseepatients

admittedinthewardsandcouncilthem,ifnewpatientisgot,welinkittoour

clinic.”

5.3.5.Socialcare

Asdescribedbystudyparticipant’ssocialcareprovidedforpatientsandhis/

herfamilies,tomakekinshiptiesstrongandbuildrelationshipsasfamilywiththe

careprovidersespeciallywhentheyillseriouslyandsuffereconomically.

A34yearsoldmalemanagerintervieweesaidthat“Weprovidesocial

supportforthepatients…duetomostpatientssuffereconomicallybesides

illhealth”.

5.4Enablerstoprovidepalliativecare

Allhealthcareprovidersparticipatedinthisstudypointedoutdifferentfactors

whichhelpedthemintheirroleofpalliativecareserviceincludingavailabilityof

trainingindividualfactorsanddiseaserelatedfactor.

5.41Availabilityoftraining

Mostofthestudyparticipantsmentionedtheyhavetrainingonphysicalcare

andpsychologicalcareamongthescopesofpalliativecare.

5.4.1.1.Trainingofpalliativecare

Regardingthistheintervieweeparticipantsdescribedthatduetocomplexityof

natureofchronicdiseaseandlesschanceofbeingcuretheneedfortrainingis

must.

A46yearsold,femalekeyinformantsaidthat“…chronicdiseaseare

incurable,sowehavetogiveserviceforthosepatients,thisdonethrough

training,sobeforeprovidingtheservice,Itooktrainingofpalliativecare.”

Asreportedbymostofhealthprofessionals,thereislackoftrainingonpalliative

care,whichhinderedthemtoprovideforthepatient.

A36yearsoldfemalekeyinformantsaidthat“Iamprovidingtheservice,
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duetoIhaveanexperience,asItoldyouasservedmanyyearsashealth

professional,sothemainbarrierformeisIhaven’ttooktrainingonpalliative

care.”

Similarlyageneralpractionermentionedtheessentialityandneedoftrainingto

meetcomplexneedofthepatient.

“Toprovidebettercareforpatients,weneedtraining…becausepatients

withchronicdiseaseshavecomplexneedsandtraininghasgreat

importancetomanagethesituation.”(28yearsoldmalegeneralpractitioner)

5.4.1.2.Trainingofpainmanagement

Asmentionedbytheparticipants’painisamajorpartasveryrarelyseenin

patientwithchronicdisease,havingprotocolshelpedthemtoeffectivelytreator

notmissmanagingit.

A30yearsoldmalephysiciansaidthat“…mostlypaininpatientswith

chronicdiseaseareignoredbut,wehavepainmanagementprotocols,by

usingthatIassesandmanageit.”

5.4.2Individualfactors

Thehealthcareproviders’experiencelikesenseofhumanity,motivationandlife

experiencehelpedthemtoprovidepalliativecare.

FGDdiscussantdescribedthattheyareprovidingtheserviceinthecommunity

besidestohealthcareinstitution,becauseoffeelingasselfdiseasedorneeding

help.

TheparticipantsofFGDdiscussantsaidthat“Additionallyweprovidepalliative

careinthecommunity,notduetopayment,butduetohumanity.”

Similarlyanotherparticipantdescribedduetosympathytheymanagepatient

symptomsorprovidesawaytoreliefofpain.

A29yearsoldBscNurseintervieweesaidthat“Ifeel;(...)youdon’tleave
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patientdieduetopain.“

5.4.2.1Motivation

Asreportedbysomeoftheparticipantsmotivationcomesfirsttoprovidepalliative

care.

A36yearsolddiplomakeyinformantsaidthat“Mymindobligatesme…I

havemotivation,evenyoutrained,ifyoudon’thavemotivation,youcan’tdo

anything”

Internalmotivationtohelppeoplehasanimportancetobeeffectiveinthe

serviceprovision;yetprovidingcaretiresomeincommunitysettingasdescribed

byFGDdiscussants.

“Whenyoubecomeavolunteer,youaretakingresponsibility…evenitis

tiresome,wewanttocontributewhatwecantostopthedisease.Thatiswhy

weareprovidingtheserviceinthecommunity.”

5.4.2.2Lifeexperience

Thesupportprovidedwhilesomeoneisill,createsstrongcommitmentwhile

providingtheserviceforthosewhoneeditsimilarlyandthroughtimeit

becomesjustexperience,asdescribedbyFGDdiscussantsnongovernmental

organizationshelpthemwhiletheywereill.

“…Religiousinstitutionandredcrosshelpedustoprovidetheservice…thatis

whyweareprovidingtheservicethatwegotpreviously.”

Asmentionedbyparticipantanhavingexperienceofcaringcriticalpatientsandlife

experiencehasagreatimpacttoeasilybringchangeonpatientdiseaseprognosis

A30yearsoldkeyfemaleinformantsaidthat“Themajoroneismylife

experiences,humanbeingbynaturedowhathelooks,ifsomeoneliveor

passwiththatconditionorlife;heisabletogotacceptancefromothers,soI

amprovidingpalliativecarewhatIhavealreadylivedandlivingandIhave

experienceofcaringcriticalpatients.”
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5.5Barrierstoprovidepalliativecare

Differentbarriersareidentifiedfrom thedata;whichwereassociatedwith

workingenvironment(unconduciveworkingenvironment,shortageofroom,)

othersareassociatedwiththepatientthemselves(frequentchangingofaddress,

name,resistanttostayinthehospital),resource/fundingrelated(interruptionof

support,unavailabilityofdrug)andbarrierrelatedtohealthcareprovider(lackof

teamapproachandshortageofstaff).

5.5.1Problemsrelatedwiththeworkingenvironment

Mostparticipantsmentionedtheenvironmentwheretheserviceprovidedshould

becomfortableasmuchaspossibleandthelackofprivacyexposesthepatient

tohaveunnecessaryeffectofthediseaseprognosis.

A27yearsoldmaleNurseintervieweesaidthat“Theroomisnot

comfortable,bettertosayitacorner,(...)privacynotkeptforpatient,youare

unabletodiscussfreelywiththem,andpatientdon’tfeelfree.”

Additionallytheparticipantsmentionedthattheimportanceofpalliativecare

unittoprovidetheservicefreelyinordertohaveadesiredoutcomeonpatient

lifeandalsotodiscussconfidentlywiththepatienttoattainhisneed.

Similarlya35yearsoldfemalekeyinformantsaid“WhenIadvisepatient

someoneenterstotheroomandourdiscussioninterrupts,becausewedon’t

haveseparateroomforpalliativecare…thepatientdon’tfeelfreetodiscuss

alltheissues.“

Butfewparticipantsreportedthattheeventhereisnoroomforpalliativecare

butavailableareawheretheyprovidetheserviceisconduciveforthepatientsto

discussfreelyandtoprovidetheserviceaswellasthestaffrelationshiphave

favorablewhileprovidingpalliativecare.

Regardingthisa31yearoldfemalediplomanurseintervieweesaidthat“The

workingenvironmentiscomfortableandthestaffsarewillingtosharewhat

theyknow”
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5.5.2Problemsrelatedtopatient

FGDdiscussantsdescribedthat,duetosocialstigmainthecommunitythe

patientconcealtheirstatusbyfrequentlychangetheirnameandaddress;asa

resulttheyfaceddifficultywhentheygotopatienthomewhiletheyvanishesthe

service.

“Whenthepatientdefaultstreatmentwegototheirhome;duetothepatients

changetheirname&address…Youstayallthedaysearchingforher,butsheis

there,whenyouaskher,shesay“suchkindofwomannotlivinghere.”.

Whileotherpatientsnotvoluntarytobevisitedbythehealthcareprovidersas

describedbyFGDdiscussants.

“Somepatientthrowstoneonus,untietheirdog,whenwegototheirhome”

Severalrespondentsdescribedthatfamiliesareinfluencedbydenialofpalliative

care,includinghopeforamiracleorconsiderationoftreatmentsunlikelyto

conferbenefit.Theemotionaldifficultyofbringingupthepossibilityofdeath

combinedwithdenialonthepartofpatientsandfamiliesservedasanimportant

barriertoperceivingpalliativecareasanoption,muchlessinitiatingit.

Regardingthis28yearsoldmalegeneralpractitionerintervieweesaidthat

“….ifthey(theattendant)knowtheythepatientisdiagnosedwithchronic

disease,theyhesitatetoinitiatepalliativecarediscussionsand

interventions.”

5.5.3Unavailabilityofdrug

Asreportedbyhealthcareproviderspatientswithlifelimitingconditions

frequentlyhavemultiplesymptomsasaresultaccesstopainmedicationisone

componentofpalliativecarebutinaccessibilityand unaffordableto the

medicationmadedifficulttomanagepainsymptom.

Amaleoncologynurseintervieweesaidthat“…thereisfinancialproblem…

thedrugsareexpensive,somepatientsunabletopayfor…patientsare
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sufferingduetopain.“

AfemaleoncologyNurseintervieweesaidthat“Lastyearwefacebig

challengetomanagepain…butnowthereisproblemrelatedtosupply…

duetodiclophenaciscontraindicatedforchildrenlessthantwelveyear,we

providemorphinebydecreasingthedose.”

A32yearsoldmalepharmacistintervieweesupportedtheideaandsaidthat

“…currentlymorphineispreferabledrugforseverepainmanagement,butfor

pediatricsthesuspensionformisnotcurrentlyavailableinourhospital.”

5.5.4Resourcerelatedproblems

Continuoussupportforthepalliativecarepatientsinmaterialorinkindhasa

temporarilymeanstoresolvefrom theirillness,bydecreasingpsychological

burdenbeingeconomicallyweak.Asdescribedbystudyparticipantssometimes

thereisinterruptionofmaterialsupportsprovidedfrom thenongovernmental

organizationforpatientswhoneedpalliativecare.

A34yearsoldmalemanagerintervieweesaidthat“Whensupportsare

interrupted,wefacedifficulty;actuallyeveryoneshouldbeeconomically

independentbutlittlesupportisneededforthosewhoarecriticallysick.”

TheFGDdiscussantsalsomentionedtheimpactofeconomicalsupportonthe

acceptanceofcarebythepatients.

“Duetointerruptionofsupportprovidedfromtheorganization,whenwegoto

patientshome,they(patient)say“whyyoucamewithoutmaterialsupport.”

5.5.5Problemrelatedtohealthcareproviders

Accordingtotheanalysis,mostparticipantsmentionedthatallhealthcare

providersareresponsibletoprovidepalliativecareandtheessentialitydifferent

disciplineinsolvingdifferentproblemsofthepatientandtoappealtoforabetter

solution.

A30yearsoldmalegeneralpractitionerintervieweesaidthat“Sometimes

thingsbecomeverycomplicated,(...)whenthepatientcaughtbychronic
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disease,itisrelatedwithalmostallsystemso,Ihavetodiscusswithother

medicalstaffstoprovidemedicalservice.”

Similarlya26yearsoldmalepharmacistintervieweesaidthat“…Everyhealth

serviceisprovidedinteam,ifoneoftheteamismissed,andtheservicewouldn’tbe

adequate."

Eventheyagreetheessentialityofmulti-disciplinary/team approachinthe

provisionofpalliativecare,but

Asreportedbystudyparticipanteveryhealthcareprovidersabsenceofbringing

togetherdiversedisciplinarypointsofviewtomeetpatientneedordoinghis

owndutywhileprovidingpalliativecareservicebystatingthecontradictionof

thetheoryandpractice.

A27yearsoldmaleBscnurseintervieweesaidthat“Duringtrainingwe

thoughtpalliativecareisprovideinteambut,practicallydifferent;the

physicianordermedicationandleftthepatient(...)comesandassesagain

(..)Writesorderandgo.”

Theparticipantsalsodescribedthatdisproportionalbetweenpatientstohealth

careproviderratiowhileprovidingpalliativecareforthepatientasachallenge.

Regardingthisa48yearsold,keyinformantsaidthat“Sometimespatient

flowincreases,duringthattime(...)wedidn’tprovidethepalliativecarefor

patients,becauseofshortageofhealthprofessionals”
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CHAPTERSIX;-DISCUSSION

Allhealthcareprovidershavearoleinthedeliverypalliativecarethroughoutthe

illness.Inthissection,palliativecarepracticeinhospitalandcommunitysetting

isdiscussedfocusingonthreemainthemesextractedfrom analysisof

interviewsandfocusedgroupdiscussions,whichare“scopeofpalliativecare”,

“enablerstoprovidepalliativecare”and“barrierstoprovidepalliativecare”.

Muchoftheavailableliterature(26-31)onpalliativecarefocusesonenablers

andbarrierstopracticepalliativecarewithoutidentifyingthescopes,whichare

thebaseforpalliativecareprovision,however,thisstudyfocusedexclusively

anddigoutthosescopes,tounderstandtherealsituationofthepractice.

Havingexperienceofcaringcriticalpatientshasagreatimpactontheprovision

ofpalliativecare.IncontrasttostudyconductedinfiveEuropeancountries(26).

Thefindingsofthisstudyshowedthat,almostallparticipantshaveexperience

ofcaringcriticalpatients.

Palliativecarehasbeenstartedforaboutadecade,itisnotyetknownasroutine

careandinthisstudyprovidedmostlyinoutpatientdepartmentonlyandvery

limitedininpatientunit,besidesthisresourceusedtodeliverthecareisdeficient,

incontrastthestudydoneonCanada,England,GermanyandtheUnited

States(30)thisleadstodecreasequalityoflifeofthepatient(2).

Anobservationalstudyshowedthatpatientswithcancerwhohadunmet

spiritualconcernsweremorelikelytohavesignificantlyworsepsychological

qualityoflifethan thosewhosespiritualconcernswereaddressed(31).
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Accordingtothisstudyspiritualcareprovidedbyhealthcareprovidersisnotin

linewiththecomponentsspiritualcarelikevalue,beliefandpractices,existential

andtranscendentalissues(8).

Atdiagnosis,halfofallpeoplelivingwithcancerexperienceanxietyanddepression

sufficienttoimpairtheirqualityoflifeandimpactsuponnotjustqualityoflife,but

survival(32).Inthisstudypsychologicalsupportisprovidedbytrainedhealthcare

providers.

Oneoftheimportantaspectsofpalliativecareistheavailabilityandpossibility

ofutilizingmedicalresourcesandfinancialsupport.Inthisstudysocialsupport

isprovided bynongovernmentalorganization and theeligiblepatientis

determinedbythehealthprofessionalsandreferredto.

Butmostofthepatientsdoesn’tgetthesupporttimelyasaresulttheyseverely

illandgotocatholicmissionandthemissionarieshelpsthepatientsforwhile

andletthembyofferingimmediatesupport.Duetothesupportisverylimited,

thepatientsagainsuffereconomicallyanddiscontinuethemedicationand

finallytheyeitherdieorgotosecondlinedrugswhichareveryexpensiveand

withmanysideeffectssimilarwithstudydoneinUnitedKingdom(28).

Inordertoincreasethequalityoflifeandtodecreasefrustrationdueto

fragmentedanddisjointedcareforpatientswithlifelimitingillnesstheservice

shouldhavecontinuity,whichisassociatedwiththeoptionoffurtherhomecare

providedbyhealthcareprovidersandthecareprovidedinoneunitmustbe

continues,ifthepatientgotootherunitforfurtherservice.Inthisstudyservice

unavailability orinaccessibility,especially the treatmentofopportunistic

infectionsatnightandonweekendschallengedpeoplelivingwithHIV/AIDS.
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Tohavemutualtrustbetweenthepatientandthehealthcareproviders,the

serviceshouldbeprovidedinbothsettingeitherbyonehealthcareinstitutionor

byhavingnetworkwithotherorganizationwhoprovidesimilarserviceinthe

community,butinthisstudypalliativecareisprovidedseparatelyinbothsetting

andtheservicenotasrecommendedbyworldhealthorganization(7).

Effectivepainandsymptom controlisthefoundationofpalliativecareandis

bestachieved through a holisticapproach to addresstheproblemsof

psychological,social,spiritualandphysicalneedsofapatientandtheirfamily;

theresultofthisstudyindicatesthathavingpainmanagementprotocols

enabledthemtoassespainbuttolesserextentproblemrelatedtoprescription

identifiedasabarrierinwhichcontrastwithfindingofqualitativestudy

conductedinCanada,England,Germany,andUnitedState(30).

Butalsoeffectivepainreliefdependsnotonlyontheavailability,accessibilityor

affordabilityofpainrelievingdrugsbutalsoonthehealthsectorscapacitytouse

thosedrugsefficiently.Inthisstudythereisproblemsrelatedtosupplyofantipain

drugs;whicharemostpreferableforpatientswhoarereceivingpalliativecarein

contrasttostudydoneinCanada,England,Germany,andtheUnitedStates(30).

Thisstudyandotherhaveobservedobstaclesthathealthprofessionalsperceive

aspreventingprovisionofpalliativecare.Theresultsofthisstudypointoutthat

workenvironmentrelatedproblem,drugunavailabilityandpatientrelatedfactor

aresignificantwhichtheyencounterwhentheyperform theirduty;whichis

similarwithstudyconductedinEngland(28).

Non-disclosureisanimportantpublichealthproblem thataffectsindividuals’

accesstotreatmentandcare(33).Inthisstudythisissuemostlyseenduring

palliativecareprovisioninthecommunitybythesocialworker.Someofthem

providepalliativecareonlyinthecommunity,whileothersprovidebothinthe
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communityandhealthcareinstitution;inbothsettingsinterrelatedobstacles

wereidentified.

Thoseworkinginthehealthcareinstitutionprovidepalliativecarefortheirown

clientsinthecommunity;thisclientsarealreadydisclosedthemselvesanduse

theservicebutwhiletheyprovidepalliativecareinhealthcareinstitution,some

oftheclientsvanishusingtheservice;goingandsearchingsuchpatientsare

theresponsibilityofthem;duetohealthextensionworkersbusy,theygoto

patientshomelonely,eventhoughtheyaresearchingthewholeday,butthe

patientsconcealthemselveseventhoughtheyaresearched.

Incaseofcommunity,theyalreadyknowtheaddressoftheirclients,butthe

problem is,the patients concealtheirstatus to preventstigma and

discriminationbythehouserenters.Duetothisthecommunitypalliativecare

providerskeepsecretoftheirclient’sstatus.Thissocialdiscriminationmay

resultinincreaseddistributionofthediseaseeverthanbefore.

Thehospitalenvironment,whichencompassesthephysicalsurroundingsand

thesocialinteractionswithhospitalstaff,canimpactonthequalityofpalliative

care experienced by patients(34).In this study unconducive working

environmentandlackofpalliativecareunitareidentifiedwhichmayimpacton

qualityoflifeofthepatient.

Strengthandlimitationsofstudyofthestudy

Thestrengthofthestudywasthiswasanovelqualitativestudythatcollected

datafrommultiplesourcestounderstandthecontextsandfactorsinvolvedin

implementationofpalliativecare.Dataanalysiswasrigorousandwasassisted

bysoftware.Asalimitation,withasamplesizeof27healthcareproviders,there

areobviouslimitationstotherepresentativenessofthefindingsanditdoesn’t

exploredpatientviewdirectly.
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UNITSEVEN:CONCLUSIONANDRECOMMENDATIONS

7.1Conclusions

Theresultofthisstudysuggestedthatthehealthcareprovidersaremotivated

toprovidethebestpossiblescopepalliativecareandtoaddlifeonthedayof

theirpatients.Nevertheless,duetobarrierstheyfailintheirintentionsfrom

providingpalliativecarefullythantheyareprovidingnow;eventheyhave

enablerstoprovide.
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7.2Recommendation

Inthisstudydifferentobstaclewereidentifiedtoprovidepalliativecare.Inorder

improvethequalityofpalliativecareandtomeetthepatientneed,thefollowing

recommendationswereforwardedfordifferentconcernedbodies.

ForJimmauniversitymedicalcenterandShenenGibehospital

 Togivepalliativecaretrainingforallhealthprofessionals.

 Toopenpalliativecareunitseparately.

 Tocreateconduciveworkenvironment.

TheJimmatownworedahealthoffice

 Theyshouldpreparein-servicetrainingforhealthcareprovidersto

improvetheirskill.

 Theyshouldstrengthentheexistingserviceprovisionanddevelopnew

mechanismstodeveloppalliativecarepractice.

Fororganizationforsocialservicehealthanddevelopment

 Tofurthersupportcommunitybasedpalliativecare

 Tocreatenetworkwithhealthcareinstitutioninordertohavebetter

palliativecareservice.

Forhealthcareproviders

 Shouldworkinateam.

Forresearchers
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 Toconductfurtherstudyusingtriangulatedstudydesigntoaddressthe

unreachedproblemslikepatientviewdirectly.
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ANNEX1;-INDEPTHINTERVIEWGUIDE&CONSENTFORM

Verbalconsentform

Iwanttothankyouforgivingthetimetomeetwithmetoday.Mynameis

____________andIwouldliketotalktoyouaboutstatusofpalliativecarepractice

amonghealthcareprovidersworkinginhealthcaresettingsofJimmatown,the

interviewwilltakelessthananhour.IwillbetapingthesessionbecauseIdon’t

wanttomissanyofyourideas.AlthoughIwillbetakingsomenotesduringthe

session.Becausewe’reontape,pleasebesuretospeakupsothatwedon’t

missyourideas.Allresponseswillbekeptconfidential.Remember,youdon’t

havetotalkaboutanythingyoudon’twanttoandyoumayendtheinterviewat

anytime.ArethereanyquestionsaboutwhatIhavejustexplained?

Areyouwillingtoparticipateinthisinterview?

Date______________________
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WRITTENCONSENTFORM

Insigningthisdocument,Iamgivingmyconsenttoparticipateinthestudytitled

“statusofpalliativecarepracticeamonghealthcareprovidersworkinginhealth

caresettingsofJimmatown,southwest,Ethiopia.”Ihavebeeninformedthat

theobjectiveofthisstudyistoexplorestatusofpalliativecarepracticehealth

careprovidersworkinginhealthcaresettingsofJimmatown,southwest,

Ethiopia2017.Ihaveunderstoodthatparticipationinthisstudyisentirely

voluntarily&myvoicewillberecorded.Ihavebeentoldthatmyanswerstothe

questionswillnotbegiventoanyoneelseandnoreportsofthisstudyever

identifymeinanyway.Iunderstoodthatparticipationinthisstudydoesnot

involverisksexceptthetimespentforcompletingtheinterview.

IunderstoodthatS/rTIWABWORKTEKALIGNisthecontactpersonifIhave

questionsaboutthestudyoraboutmyrightsasastudyparticipant.The

followingishiscontactaddress.

AddressofprincipalinvestigatorTiwabworkTekalign

Tel:+251-916185005/+251-945011550 E-mail:tiwabworkt@gmail.com
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Participant’ssignature:____________________date:__________________

Date-------------------- placeinterviewer-----------------------------

ANNEX2-INTERVIEWGUIDE

Indepthinterviewguidedevelopedforhealthcareprovidersworkinginhealth

caresettingsofJimmatown.

GeneralInformation

1.Position(responsibility)____________

2.Workexperienceinthearea__________

3.Educationalstatus________

4.Sex_________

5.Age__________

Partone-statusofpalliativecarepracticerelatedquestion.

1.Howdounderstandpalliativecare? Probewhy, Whoseresponsibilityis

providingpalliativecare?,Whendoyouprovideit?Whatreallyitlooklikeof

caringpatientswithcriticalcondition?Canyoutellmeyourexperience.....

Doyougiveattentiontopatients’feeling?,

2.Canyoudescribethescopeofpalliativecareyouareprovidingforthe

patients?Probe,whatelse,canyoudescribeanyactivitiesthatyouarenot

providingduetodifferentreason?
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3.Whatsortofthingsdoyouthinkhelpyouinyourroleofpalliativecare?

Probe-Whatelse?,How?,Whataboutthepatientneed?

4.Whatsortofthingsdoyouthinkdifficultyinprovidingpalliativecare? Probe

-Whatelse?,Probe:availabilityofdrugs,training,lackofmulti-disciplinary

approach,funds/donorsrelatedissue,Reason?Doyoutriedtoavoidsuch

barriers&how?,Whichbarrierdoyouthinkneedsurgentsolution? Why?

Parttwo;-Featurerecommendation

1Whatdoyourecommendforthefeature?Whatelse?,Howcanresponsible

bodyhandlesuchissue?,Whataboutyou?

 Isthereanythingmoreyouwouldliketoadd?

I’llbeanalyzingtheinformationyouandothersgavemeand

submittingafinalresulttoyourorganization.I’llbe

happytosendyouacopyatthattime,ifyouareinterested.

Thankyouforyourtime

DataCollectorname__________ Signature______
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ANNEX3-FOCUSEDGROUPDISCUSSIONGUIDE&CONSENTFORM

Verbalconsentform

How areyou?Mynameis____________thankyouforyourwillingnessto

participateinthesediscussiontoday.Weareheretotalkaboutthestatusof

palliativecarepracticeamonghealthcareprovidersworkinginhealthcare

settingsofJimmatown.Thisdiscussionwilltakeatleastonehourandhalf.The

discussionwillprovideinvaluableinformationtoyourhospitalabout,howcanto

offerbetterpalliativecareservicesinthefuture.Inthisdiscussionthereisno

rightorwronganswers.Wewanttohearfromeveryoneintheroom.Wewillbe

keepingarecordofthisdiscussion&takenotes.Iwillnotrefertoanyparticipant

bynameinthereportsIprepare.Theinformationwillbekeptconfidentialand

usedonlybyresearchteammembers.

Remember,youdon’thavetotalkaboutanythingyoudon’twanttoandyoumay

endthediscussionatanytime.

ArethereanyquestionsaboutwhatIhavejustexplained?

Areyouwillingtoparticipateinthisdiscussion?

Iwillbemoderatingthesession.
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Let'sstartbygoingaroundthecircle.

ANNEX4-FGDQUESTION

Focusedgroupdiscussionguidedevelopedforhealthcareprovidersworkingin

healthcaresettingsofJimmatown

Partone-statusofpalliativecarepracticerelatedquestion.

1.Howdoyouunderstandbypalliativecare?Probe,whoseresponsibilityisto

provide?

Whenshouldbeprovidedforwhom?

2.Canyoudescribethescopeofpalliativecare?Whatelse?Whyonlythose?Is

thereanyscopethatyouarenotprovidingtothepatient?

3.Whatarethemainfactorsfacilitatingyouintheprovisionofpalliativecare?

Probe,Whatelse?,howthatfacilitatedyou?

4.Whatarethemainfactorsthathinderyoutonotprovideofpalliativecare

servicetothepatient? Whatelse?Whichonethemostdifficult?Why?

5.Whatdoyourecommendforthefuture?
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Thankyouforyourtime!!!

ANNEX5-AMHARICVERSIONOFTHETOOL

የጥልቅመጠይቅመመራያእናየስምምነትውል

በቅድሚያጊዜዎንሰጥተው ሊያገኙኝስለፈቀዱእያመሰገንኩ_______እባላለሁ። በጅማ ከተማ

በሚገኙየጤናተቋማትየሚሰሩየጤናአገልግሎትሰጪዎችጋርሁለንተናዊየህመም ክብካቤና

የማስታገስአገልግሎትየትግበራሁኔታንበተመለከተጥልቅየሆነቃለመጠይቅለማድረግእፈልጋለሁ

።ቃለመጠይቁቢያንስአንደሰዓትይፈጃል።የትኛውምምላሽዎእንዳያመልጠኝድምፆትንእቀዳለሁ።

ማስታወሻም እወስዳለሁኝ።የሚሰጡትመልስሚስጢራዊነቱየተጠበቀነው።የማይፈልጉትንነገር

ያለመናገርናበየትኛውምሰዓትቃለመጠይቁንየማቋረጥመብትዎየተጠበቀነው።

ማብራሪያበሰጠኋቸውጉዳዮችላይግልፅያልሆነነገርአለ?

በቃለመጠይቁላይለመሳተፍፈቃደኛነዎት?

ቀን____________________
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የፁሑፍየስምምነትውል

ከተማ በሚገኙየጤናተቋማትየሚሰሩየጤናአገልግሎትሰጪዎች ጋርሁለንተናዊ የህመም

ክብካቤናየማስታገስአገልግሎትየትግበራሁኔታበሚልርዕስበሚደረገውጥናትአላማውንተረድቼ፣

ተሣትፎዬበሙሉፈቃደኝነቴላይየተመሠረተእንደሆነአውቄ፣ድምፄየሚቀዳመሆኑን፣በዚህጥናት

ውስጥ የምሰጠው መልስከጥናትቡድኑበስተቀርለማንም እንደማይሰጥ፣በዘገባው ማንነቴን

የሚገልፅ ነገር እንደማይኖር፣መሳተፌ ጊዜዬን ከመውሰዱ ውጪ ምንም አይነት ጉዳት

እንደማይደርስብኝእናእንደጥናቱተሳታፊነቴስለጥናትፅሑፉም ሆነስለመብቴየጥናቱባለቤት

የሆነችውንሲ/ርትዋብወርቅ ተካልኝመጠየቅ የምችል መሆኑንተረድቼመሳተፌንበፊርማዬ

አረጋግጣለሁ።

ስልክ+251916185005/+251945011550,email,tiwabworkt@gmail.com

ቀን_______________

ቃለመጠይቁየተደረገበትቦታ_____________
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በጅማከተማበሚገኙየጤናተቋማትለሚሰሩየጤናአገልግሎትሰጪዎችየተዘጋጀጥልቅመጠይቅ

አጠቃላይመረጃ

አሁንያለዎትየስራሀላፊነት___________

የሥራልምድ________________

የትምህርትደረጃ____________

ፆታ_______________

ዕድሜ_____________

ክፍልአንድ-ሁለንተናዊየህመምክብካቤናየማስታገስአገልግሎትሁኔታጋርየተያያዙጥያቄዎች

1) ሁለንተናዊየህመምክብካቤናየማስታገስአገልግሎትንእንዴትይረዱታል?የማንሀላፊነትነው?

መቼነው አገልግሎቱንየሚሰጡት?በፅኑሁኔታያሉህሙማንንመንከባከብምንይመስላል?

የእርስዎንልምድሊነግሩኝይችላሉ?ለህሙማንስሜትአፅንኦትይሰጣሉ?

2) -የሁለንተናዊየህመም ክብካቤናየማስታገስአገልግሎትአገልግሎቶችምንምን ናቸው?

ሌላስ?

3) ሁለንተናዊ የህመም ክብካቤናየማስታገስአገልግሎትውስጥ የእርስዎ ሚናንእንዲወጡ

የረዳዎትምንድነውብለውያስባሉ?ሌላስ?እንዴትረዳዎት?የህሙማንፍላጎትስ?የህሙማንን

ፍላጎትንእንዴትነውየሚያሟሉት?

4)ሁለንተናዊ የህመም ክብካቤናየማስታገስአገልግሎትእንዳይሰጡ ያገዶትነገርምንድነው

ብለው ያስባሉ?ሌላስ?ምክንያቱስ?እነዚህንእንቅፋቶች ለማሰወገድ ሞክረዋል?እንዴት?

አስቸኳይመፍትሔየሚፈልገውእንቅፋትየቱነው?ለምን?

ክፍልሁለት- ለወደፊትየሚያሳስቡት

ለወደፊቱምንያሳስባሉ?ሌላስ?የሚመለከተው አካልእነዚህንጉዳዬችእንዴትመወጣትአለበት

ይላሉ?እርሶዎስ?

መጨመርየሚፈልጉትነገርአለ?

እርስዎናሌሎችየሠጡኝንመረጃአጠናቅሬለመስሪያቤትዎየማቀርብይሆናልፍላጎትዎከሆነ

ግልባጩንእልክሎታለሁ።

ጊዜዎንስለሰጡኝአመሠግናለሁ።

መረጃሰብሳቢ____________________ ፊርማ_____________
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የቡድንመወያያመመሪያእናየቃልየስምምነትውል

እንዴትናችሁ ?ስሜ_____________ይባላል።በዛሬው ዉይይት ለመሳተፍ ፈቃደኛ

ስለሆናችሁበጣምአመሰግናለሁ።በጅማከተማበሚገኙየጤናተቋማትየሚሰሩየጤናአገልግሎት

ሰጪዎችጋርሁለንተናዊየህመም ክብካቤናየማስታገስአገልግሎትየትግበራሁኔታንበተመለከተ

ለአንድሰዕትተኩልለማይበልጥ ጊዜእንወያያለን።ዉይይታችለወደፊትበሁለንተናዊየህመም

ክብካቤናየማስታገስአገልግሎትመሻሻልየላቀአስተዋፅኦያበረክታል፡፡በውይይታችንትክክልየሆነ

ወይም ያልሆነመልስየለም፡፡ስለዚህ የሁላቹንም ሀሳብ እንፈልገዋለን፡፡ውይይታችንየሚቀዳ

እንዲሁም ማስታወሻየሚያዝይሆናል፡፡የሚሰጡትመልስሚስጢራዊነቱየተጠበቀ እናእርስዎ

መላሽእንደሆኑየሚገልፅምንም አይነትመረጃአይኖርም፡፡የማይፈልጉትንነገርያለመናገርና፣

በየትኛውምሰዓትውይይቱንየማቋረጥመብትዎየተጠበቀነው።

ማብራሪያበሰጠኋቸውጉዳዮችላይግልፅያልሆነነገርአለ?

በውይይቱላይለመሳተፍፈቃደኛነዎት?

እኔውይይቱንእመራዋለሁ
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በጠረጴዛዙራያእንቀመጥናእራሳችንንበማስተዋወቅእንጀምር።

የቡድንመወያያየፁሑፍየስምምነትውል

በጅማ ዩኒቨርሲቲሜዲካል ሴንተርእናበሸነንጊቤ ሆስፒታል ለሚሰሩየጤናባለሙያዎች

በሁለንተናዊየህመምክብካቤናየማስታገስአገልግሎትበሚልርዕስበሚደረገው ጥናትአላማውን

ተረድቼ፣ተሣትፎዬበሙሉፈቃደኝነቴላይየተመሠረተእንደሆነአውቄ፣ድምፄየሚቀዳመሆኑን፣በዚህ

ጥናትውስጥየምሰጠውመልስከጥናትቡድኑበስተቀርለማንምእንደማይሰጥ፣በዘገባውማንነቴን

የሚገልፅ ነገር እንደማይኖር፣መሳተፌ ጊዜዬን ከመውሰዱ ውጪ ምንም አይነት ጉዳት

እንደማይደርስብኝእናእንደጥናቱተሳታፊነቴስለጥናትፅሑፉም ሆነስለመብቴየጥናቱባለቤት

የሆነችውንሲ/ርትዋብወርቅ ተካልኝመጠየቅ የምችል መሆኑንተረድቼመሳተፌንበፊርማዬ

አረጋግጣለሁ።

ስልክ +251916185005/+251945011550email,tiwabworkt@gmail.com

ቀን_______________ቃለመጠይቁየተደረገበትቦታ_____________

ፊርማ ___________¬¬¬፣___________¬¬¬፣ ___________¬¬¬፣ ___________¬¬¬፣

___________¬¬¬፣___________
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በጅማከተማበሚገኙየጤናተቋማትየሚሰሩየጤናአገልግሎትሰጪዎችየተዘጋጀየቡድንመወያያ

መመሪያ

ክፍልአንድ- የሁለንተናዊየህመምክብካቤናየማስታገስአገልግሎትሁኔታጋርየተያያዙጥያቄዎች

1-ሁለንተናዊየህመምክብካቤናየማስታገስአገልግሎትንእንዴትይረዱታል?

2--የሁለንተናዊየህመም ክብካቤናየማስታገስአገልግሎትአገልግሎቶችምን ምን ናቸው?

ሌላስ?

3-የሁለንተናዊየህመምክብካቤናየማስታገስአገልግሎትለመስጠትየረዳዎትምንድነው?ሌላስ?

4- የሁለንተናዊየህመምክብካቤናየማስታገስአገልግሎትእንዳይሰጡ እንቅፋትየሆነቦትነገር

ምንድነው?ሌላስ?

ማጠቃለያ

ጊዜዎንስለሰጡኝአመሠግናለሁ!!!
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ANNEX6-ATLASTiOUTPUT

Allcurrentquotations(309).Quotation-Filter:All(extendedversion)

______________________________________________________________________

HU:atlaslwish

File: [C:\Users\USER\WAR\ATLAS\atlaslwish.hpr7]

Editedby:Super

Date/Time:2017-06-1414:04:01

______________________________________________________________________

P3:transcription44.rtf-3:5[advisethemtousebednet,to..](20:20) (Super)

Codes: [behavioralmodification-Family:physicalcare][ITNutilization-Family:physicalcare][nutritional

assessment-Family:physicalcare]

Nomemos

advisethemtousebednet,toavoiddrinkingalcohol,chewingchat,andtoeat
anykindoffoodthatisgottenintheirhomeandtotakethedrugaftermeal.
P3:transcription44.rtf-3:6[Mymindobligatesme?,soIh..](22:22) (Super)

Codes: [motivation-Family:individualfactors]

Nomemos

P12:transcription59.rtf-12:25[Palliativecareisacarewhich..](9:9) (Super)

Codes: [comfortcare-Family:palliativecareawareness]

Memos: [generaresearchonpalliativecarepractice]

Palliativecareisacarewhichisprovidedforpatientwithcriticalcondition.Or
oneofcareprovidedforthepatientswithincurablediseaseorforanydisease
withlowhealingprobabilityinordertopromotepeacefuldeath.

Memos:

MEMO:generaresearchonpalliativecarepractice(Super,2017-04-3021:43:17)

Type:Commentary

21/08/09 4.30AM

evenIamlate,todayIstartedbyreading someoftheinterview andgivingfreequotation,and

writingcomments tounderstandfullofmyinterview.

forinstanceoneoftheparticipantsaidthefollowingaboutpalliativecare

Thereareopportunisticinfections,ifprevented;itisoneofthepalliativecare
services.Alsopatientmayhaveurgentproblems,ifhegetsthemedicalservicefor
thatproblemthatis,alsopalliativecareand(..)

WHO recommendspatientwithchroniclifethreateningdiseasehaveeligibletogetpalliativecare,

buttheadherencesupportersseesbeyondthat,theysay everyonecomingtohospitalshouldget

palliativecare
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"Anyonecomingtohospitalinneedofhelp,notforrefreshment.Sopalliative
careshouldbegivenforallpatients".

Someoftheparticipantsbelievetheeligibilitytoreceivepalliativecareis
diseaseseverity,oneoftheFGDparticipantsaidthat

"nowaday’scomparedtootherdiseaseHIV/AIDSissevere,becauseitattacks
ourimmunesystem.So,palliativecaremustbeprovidedforourclients.But,if
otherpatientgetpalliativecareitisessential."

EXPERIENCEOFCARINGCRITICALPATIENTS

Maybeduetodifferentbarrierthehealthprofessionalmaynotprovide
palliativecareeventheyhaveanexperienceofcaringcriticalpatientormay
betheirexperiencesenabletoprovideemotionalcarewhichisunder
psychologicalcare.

"NowadaysIfeelasnormal,becauseItryallmybesttosavepatientlife,(..)
Idiscusswiththeclinicalcolleagues,themedicalstaff,abouthiscondition,
soifthepatientdies,itisthewillofGod."(GPmale30yrsold

Teamapproachisoneoftheessentialpillarofpalliativecare,butitisobvious

everyhealthcareisprovidedinateam,lackofteamapproachmaylead

fragmentationoftheservice.

Onepharmacistmentionedteamapproachinthiswaywhenaskedisyou

responsibletoprovidepc "Yes thepharmacistisresponsibletodispensethe

drug,thepatientdon’thealwithouttakingdrugs,(…)everyhealthserviceisdone

inteam,ifoneoftheteamismissed,theservicewouldn’tbeadequate."
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Codes-quotationslist

Code-Filter:All

______________________________________________________________________

HU:atlaslwish

File: [C:\Users\USER\WAR\ATLAS\atlaslwish.hpr7]

Editedby:Super

Date/Time:2017-06-1509:14:41

______________________________________________________________________

Code:absenceofPCguideline{1-0}

P14:transcriptionmanually.docx-14:16[youshouldhavewrittenguide..](38:38) (Super)

Codes: [absenceofPCguideline]

Nomemos

“Youshouldhavewrittenguidelinesforpalliativecare,notonlyforscopesbut

alsoaboutwhatisthesignificanceofpalliativecare.Everyonehastobemade

awareofthesignificanceofpalliativecare”.

P5:transcription47.rtf-5:6[Iwilllistentheirproblemsc..](27:27) (Super)

Codes: [beingavailable-Family:psychologicalcare]

Nomemos

Iwilllistentheirproblemscarefully,thenafter(...),Iwillprovidetheservice
accordingly.
______________________________________________________________________

Code:changingofname{1-0}~

P15:FGD.rtf-15:44[thepatientschangetheirname..](74:74) (Super)

Codes: [changingofname-Family:patientrelated][lackofcommonaddress-Family:patientrelated]

Nomemos

“Thepatientschangetheirnameandtheiraddress,inordertofindjobandtorent
house.Letustellyouwhathappenedtome,myhouserenterdon’tknowmystatus,
thenIthinksomeonetoldher,aboutmystatusandshecometomyhomeearlyin
themorningandsaidme“leavemyhousewithintwentyfourhour”.Sobecauseof
thispatienttheirnameandaddressfrequently.”
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______________________________________________________________________

ASSURANCEOFPRINCIPALINVESTIGATOR

Theundersignednursingstudentdeclarethatthisthesisismyoriginalworkand

notdone

beforeforsimilarpurpose.Allparticipantsofthisstudyalsoarerespectedand

acknowledgedindeed.

Declaration

Nameofthestudent:_______________________________________

Date.____________________ Signature_________________

APPROVALOFTHEFIRSTADVISOR

Nameofthefirstadvisor_______________________________

Date_________________ Signature_________________

APPROVALOFTHESECONDADVISOR

Nameofthesecondadvisor:________________________________

Date____________________Signature_________________


