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Introduction

Patients living with progressive chronic kidney disease may face a variety of ongoing physi-
G cal, emotional, financial and/or social challenges along the disease pathway. In most UK

renal units, psychosocial support has traditionally been provided by a renal social worker.
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Introduction

Chronickidneydiseas€CKD) is aworldwide public healthproblem,with increasingnci-
denceandprevalencehigh costsand poor outcomeq1]. CKD is agraduallossof kidney
function, whichis usuallyasymptomatidn earlierstage®f the diseaseand progressesto
end-stageenaldiseasatanadvancedtageAt this stagerenalreplacementherapybdialysis
or transplantationbBbecomesiecessarto maintainlife [2, 3]. CKD in earlierstagess usually
managedy the generapractitioner,and patientswith advancedCKD areoftenunderthe
careof specialisedenalteams.

Life with progressiveCKD providesmanyongoingphysicalemotional financialand/or
socialchallenged-oraconsiderablemumberof patientsthesechallengesesultin psychosocial
problemg[4+7]. Thebi-directionalrelationshipbetweerpsychosocidbsuesandhealthout-
comeshasnow beenwell establishedB]. The successfuhtegrationof servicedor health,
mentalhealth,and socialcarefor long-termconditions(including CKD) is high on the policy
agendd?9, 10].In mostUK renalunits, suchintegrationis soughtthrough someform of co-
locationandjoint working of specialisegpsychosociadnd medicalstaff.

At agloballevel thereis limited information aboutthe organisatiorand deliveryof psycho-
socialservicego patientswithin renalunits. Researclandguidelinesfrom the US,Canada,
andthe Netherlandssuggestthatin thosecountries renalsociaworkers(RSWs)arethe main
providersof dedicatedenalpsychosociadupport[11+13].Traditionally,this wasthe samen
the UK, but arecentworkforceauditfound thatwhilstthe numbersof psychologistand coun-
sellorswithin therenalteamhadincreasedthe numbersof specialisedocialworkershad
declined[14]. With the RSWprofessiorseeminglyunderthreat,agrowingnumberof renal
patientsarenow relianton localauthority (LA) socialwork serviceswhich havetightenedeli-
gibility criteriafor their supportin recentyearq15].

Therole of the RSWroleis poorly understoodnot only within therenalunit, but also
within localauthorities(LAS) [16]. UK literatureabouttheroleis limited to ablogpaper
describing adayin thelife of therenalsocialworker'[17]. The currentstudyaimedto fill this
gapby undertakinganin-depthexplorationof the UK RSWrole. It mappedRSWactivities
andreasondor involvementin adult patientcareand soughtto offerinsightinto RSW'scon-
tribution to patientwellbeing.Thisinvestigationformedpart of alarger,nationwidestudythat
aimedto understanchow renalpsychosociaervicearedeliveredn the UK [16].

Methods

This mixed-methodsstudycanbedividedinto two parts.Thefirst partinvolvedan explora-
tion of theadultRSWrole;the secondpart consistedf anuncontrolled,pre-postevaluation
of RSWinvolvement Ethicalapprovalfor this studywasobtainedfrom the Universityof Sal-
ford (ReferenceiSR1617-155ndthe NHS ResearclkthicsServiceandHealthResearch
Authority (Referencel 7/WS/0185)In addition, all Researcland Developmenbfficesfrom
the participatingTrustsconfirmedtheir capabilityand capacityto hostthe research.

Participants and recruitment

RSWaswererecruitedto actasparticipantsaswell asdatacollectors A recentrenalpsychoso-
cialworkforcemapping[14] hadidentified 58adult RSWsn the UK, whowereall eligibleto
participate An invitation emailwassentviathe RSWsprofessionahetwork,the British Asso-
ciationof SociaWorkersRenalSpecialnterestGroup. Thosewho expressedninterest
receivecaninformation sheeandweregivenatleasé48hoursto digestthe studyinformation.
Written informed consentwasobtainedfrom 14RSWsseverfrom England four from Wales
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andthreefrom ScotlandTo protecttheir identity, no further demographidgnformation will
beprovidedandtheir nameshavebeenreplacedy pseudonyms.

Theimpactevaluatioraspecbf the studyinvolvedrenalpatientswho accesseservice ®f
participatingRSWsasparticipants All 14RSWswereaskedo recruitamaximumof 20
patientson aconsecutiveeferralbasisoveraperiod of 4 months.Newlyreferredrenal
patientsoverl8yearsold andwith capacityto provideconsentvereinvited to takepart. All
patientsweresentor givenaninformation sheebythe RSW who alsocompletedhe process
of obtaininginformed consentRSWsprovidedthe patientwith the pre-interventionquestion-
nairebeforeor during thefirst appointment.The questionnaireavascompletecdeitherwith or
without the RSW At the end of RSWinvolvementthe RSWgavethe participantapost-inter-
ventionquestionnaireandapre-paidreturn envelopePatientssentthe questionnairedirectly
to theresearchieam without the RSWhbeingableto seeheanswersTo increaseesponse
ratesall participantswho did not completethe post-interventionquestionnairaveresentone
reminderand/or re-sentthe questionnaireonetime. Datacollectionstartedin February2018
andtherecruitmentphaseclosedn Decembef018 Thelastpost-involvementuestionnaire
wasdistributedin June2019n total, 16 1renalpatientswererecruitedinto the study,whoall
completedhe pre-involvemenguestionnaireThe majority of participantswasbetweerbl+
60yearsold, with over70%below60yearsof age The samplevaspredominantlywhite,
mainly dialysispatients,of whomthe majority hadbeenon dialysisfor lesghan 3 yearsThe
majority lived togetherwith apartneror family andwereunableto work, whilst 18%of
respondentsvasstill in employment.

Methodsand data collection tools

Thedatathat supportsthe findingsin this paperwereconcurrentlycollectedand analysedio
form aniterativeinteractionbetweerwhatis known andwhatknowledges further required.
Thefollowing methodsfor datacollectionwereused:

Diaries and participant masterlist. Overa4-month period,RSWsndividually com-
pleteddaily electronicdiariesin Microsoft Excel Activitieswereselectedrom apre-deter-
mined list andthetime spent(in minutes)wasnoted.Thislist wasco-developedvith RSWs
during preparatorydiscussiondRSWsalsohadthe opportunity to leavecommentsalongside
their entriesto providemoreinformation aboutwhichissuetheyweretrying to addresand
how.RSWsnerealsoaskedo keepa participantmastetlist asarecordfor participantrecruit-
ment,in whichtheywereaskedo list the main reasongor their involvement.

Focusgroup. EightRSWsparticipatedin afocusgroupabouttheir role andactivities.
Thediscussiorfocusedn topicsrelatedto processesf servicedelivery whetherthesewere
meetingpatientneedsandwhatbestpracticeswithin servicedeliverywould be;the RSWs
placewithin the wider multidisciplinaryteam;differencedpetweerRSWandLA socialwork;
changego therolein recentyearsandviewsof the future of therole. Thefocusgrouptook
placeatthe Universityof Salfordin July2018.

Questionnaires. A pre-andpostRSWinvolvementquestionnairevasdesignedyhich
includedthe USNational Comprehensiv€ancemMetwork'sDistressThermometer(DT) [18]
asthe primary measuref distressinitially developedy Rothetal.to screerfor distressn
cancerpatientsjt hasbeenvalidatedfor usein the UK renalpopulation[19]. It isasimple
one-itemscreeningool, designedo bepart of healthprofessionalgdaily practice which asks
patientsto ratetheir distreson ascaléfrom zero(nothing) to ten (extreme) Studiesusingthe
DT in renalcarearelimited, but ameta-analysisf studiesin oncologypatientsfound agood
balancebetweerpooledsensitivity(0.81,95%Confidencenterval (Cl): 0.79+£0.824nd pooled
specificity(0.72,95%Cl: 0.71+0.72at the cut-off scoreof 4 whencomparingthe DT to other
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diagnostidools,suchasthe Hospital Anxiety and DepressiorScaleand Beck'sDepression
Inventory[20]. In additionto the DT, emotionalthermometerdor anxietyanddepression
[21] wereaddedto the questionnaireto allowfor more detailedidentification of emotional
difficulties.Furthermore the ProblemChecklistaskedpatientsto specifyanyissuegheyfaced
in thelastweekandafinal questionaskedparticipantsto describevhichissuesheywantedto
receivesupportfor. Tick box datawascollectedon patientdemographicsage genderemploy-
mentsituation,living situation,time on dialysisandethnicity.

Secondarydata. WhereavailableRSWsprovideddataon their yearlyreferralnumbers,
activecaseloadandanyauditdocuments.

Data analysis

Firstly,to explorethe scopeof RSW datafrom all sourcegqualitativecommentsn diaries,
guestionnairegparticipantmasterist, RSWcasdoadinformation andfocusgroupdiscus-
sion)wereused Any dataon patientissue®r actorsinvolvedwastriangulated codedandthe-
maticallyanalysedto identify the varietyof issuegshat RSWsconcernthemselvesvith.
Themegepresenteaategoriesf patientissuesandweredevelopedhroughaniterative,
inductive proces®f comparisorof differentissueshat werecodedunderthe differentcatego-
ries.Thefinal codingframework,consistingof 8 domains,is presentedisafigurerepresenting
the RSWrolein theresultssection.

To identify RSWactivitiesin responséo thesassuesallindividual diary fileswerecleaned.
Excelwasusedto calculatedotals(in minutes)and percentagesf time spentby eachRSWfor
eachactivity categoryThis datawastransferrednto STATA,whichwasusedto createa
box plot showingthe minimum, maximumandinterquartilerangesin additionto median
valuesof percentagef time spenton eachactivity.

Thefocusgrouprecordingwastranscribedverbatimanddatawasimportedinto Nvivo
softwarefor analysislnitial findingsof the needfor aspecialisedocialwork role beingques-
tionedandvariationsin RSWactivitiesguidedan hybrid codingprocessCodeswerecreated
to reflectkeydifferencedetweerRSWandgenericsocialwork andhowtheserelateto the
needof the patients,n additionto reasondor thevariationin activitiesMemberchecking
during informal follow-up callswith RSWgn = 5) ensuredeliability andvalidity of findings.

Finally,datafrom the pre-andpost-involvementquestionnairesvereenterednto STATA
for analysisDistressanxietyand depressionwereexaminedhroughbinary variableswith
scoref 4 denoting casenesfl8]. Eightpatientsdid not provideaDT scoreon eitherthe
pre-interventionguestionnaireor the post-interventionquestionnairepr both. Fivepatients
did not completequestionsabouttheir levelsof anxietyand depressiorin the pre- or post-
interventionquestionnairesMissingdatawasexcludedn a case-by-cadeasisDescriptive
statisticsincluding frequencytablesand chi-squareaestswereusedto explorewhetherthere
weredifferencesn pre-interventioncharacteristicend emotionalissuesn thosewhodid and
did not respondto the post-interventionquestionnaireThreeseparategxactMcNemartests
wererun to determinewhethertherewasadifferencebetweerprevalencef distressanxiety
anddepressiorbeforeandafterRSWinvolvement.The significancdevelwassetfor 5%.

Results
Exploring the scopeof RSW

Findingsshowedhat RSWresponsibilitieandinvolvementrelateto alargenumberof differ-

entpatientissueghat canmanifest RSWswould eithertry to solvesuchissuedlirectly,or

throughadvocatingreferringor liaisingwith otherentities.
RSWinvolvementwascategorisedelatingto issuesithin eightprominentdomains:
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- activitiesof daily living, includingissuesaroundpersonakareand equipment.
- financesandbenefitsmainly relatingto welfareadviceand employmentissues.

- housing,includingissueswith living situationsand appropriatenessf housingfor home
haemodialysis.

- treatment,mainly relatingto supportingpatientsalongtheir journeyacrosghewholerenal
pathway.

- caregivesupport,sometimeslsoafterthe patienthaspassed.

- mentalhealth,including ongoingsupportfor patientswith low moodandliaisonfor patients
with severenentalhealthissues.

- sociallife, supportingrelationshipsandsocialactivities.
- legalissuessafeguardingndotherissueghat requiresRSWsspecificknowledgeof the law.

Example®f issuesithin thesedomainsarelistedin the colouredboxesn Fig 1. An over-
view (althoughnon-exclusivepf thelargevarietyof possibleagentsand organisationghat the
RSWocouldinteractwith aspart of their involvementis alsomappedonto Fig 1 in thewhite
boxes.

Focusgroupdatarevealedhat RSWsdo not havesetinterventionsthat canbeappliedto
patients:

Assuch,the RSWroleis broadandseemdo entail:

TheRSWsexplainedthat patientsrarelyneedsupportfor asingleissue put that often,a
complexwebof issueemergesAs such,RSWinvolvementcanbemuchmoreintensivethan
initially expectediponreferral,andactivitiesandfocusof involvementcanshift astime goes

by.

? & ‘ ? $
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Fig 1. The scopeof renal socialwork: Patientissuesand interacting agents.

https://doi.0g/10.1371§urnal.pon®275007.9g001
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RSWactivities

Datafrom diariesprovidedinsightinto the keyactivitiesthat RSWinvolvemententails.Fig 2
providesinsightinto patternsandspreadn termsof time spenton keyactivitiesof RSWs.
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Fig 2. Main RSWatctivities, basedon time spentper activity.

https://abi.org/10.1371durnal.por.0275007.902

Activitiesthatwerenot directly patient-relatedsuchasattendingmeetingstraveltime and
administrativetasksarenot reflectedn thisfigure.

Fig 2 showshatlargevariationsexistbetweerhow muchtime eachRSWspenton varying
activities,or whetherthe RSWevendid certainactivities suchassupportivecareor hospital
dischargevork. For exampletime spenton financialissuevariedfrom 3.8%to 36.2%gand
whilstoneRSWhardly spentanytime (0.4%)on dischargeactivities anotherspent28.6%of
their time on this. It shouldbenotedthatbenefitswork is not part of the socialwork qualifica-
tion. TheRSWsemphasisethat theywerenot benefitsexpertsandthat theywould"

*# , +. However|jf therewereno otherservicesvailabldo referonto,
suchashospitalbenefitsadvisorsor anadequateCitizens'AdviceBureauthe RSWdelt com-
pelledto supportpatientswith their benefitsquestions.

Focusgroup findings

Possiblereasondor variationsin RSWactivities. Analysisof focusgroupdataidentified
threepossiblereasondor the variationsin RSWactivities namelydifferencesn funding and
employmentarrangementgjifferencesn routine RSWinvolvementand availabilityof other
servicesanddifferencesn patient-to-staffratios:

Asalsostatedn therenalpsychosocialvorkforcereport[22], RSWsarepredominantly
fundedand/or employedhroughthe LA or hospitalTrust, with averysmallproportion
fundedthroughcharities Generallypnly thoseemployedby LA havethe authorityto putin
placecarepackagesr undertakestatutoryassessmenter otherserviceshatareprovided
throughthe LA. Instead animportant role of non-LA RSWds advocatingor patientsto
ensurethattheyreceiveappropriateandtimely LA support:

: $ : : :
’ $"- -
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TheRSWslsoexplainedheywerenot all fundedto coverthe sametreatmentmodalities.
Somefor examplewereonly fundedto coverthe dialysispopulationandnot to getinvolved
in transplantcare.

Althoughimportantto explore adiscussioraroundpreferablgunding/employment
arrangementss outsidethe scopeof this paper Detailsof advantageanddisadvantage®
beingeitherNHS or LA employedyelatedto supervisionmanagementecognition,and
acces$o reporting systemganbefound elsewhergl6].

Activitiesof RSWawerefurther found to bedependenbn whethercareprocesses the
units stipulatedthat RSWswould beroutinely involvedalongcertainpartsof therenalpath-
way.Forexamplein someunits, allnewhaemodialysipatientswerereferredto aRSWfor an
assessmenvY.et,in otherunits, taskdike pre-dialysisassessmengnd supportivecaresupport
would besolelyprovidedby dedicatechurseswith limited referralsto socialwork. The pres-
enceor absencef othersocialcarerelatedprofessionalandorganisationsn the hospitalor
communityfurther influencedtherole. For examplesomeRSWsstatectheywereableto refer
patientsto ahospitalbenefitsvorker or alocaldisabilityadviceorganisationwherea®thers
werenot.

Lastly,animportantfactorto considerwhenexploringthe differencesn rolesisthelarge
variationin RSW-to-patientatios,asalsoreportedin theworkforceaudit[14]. Dataon yearly
caseload@rovidedby 12RSWskhowedargedifferencedetweerthe numberof patients
thathadbeenreferredto the RSWin oneyear,from 72to 520patientsper 1 Full-Time Equiva-
lent. The RSWsexplainedhat theywould typicallyhavesomeform of contactwith all refer-
rals.Logically this largediscrepancyneanghat someRSWshavemuchmoretime to spend
on aninterventionthan others.Thereachandscopeof therole wasfound to reduceaspatient
ratiosworsen,and poor ratioswould impedepro-activewaysof working:

# , 123 . / ,
4) ,  $
i) " $

# )

The RSWswho coverlargepatientgroupswith minimal stafftime statedthattheir
resourcesvould bemostlytakenup by crisispatients facingurgentsituationssuchasimmi-
nenthomelessnesy visitsfrom the bailiff. As such thewaitingtimesfor lessurgentcases
would startto riseandthe RSWinvolvementfor thesepatientswould involvemore signpost-
ing or offeringadviceby usingvideocalls phoneor email,asopposedo homevisits.Someof
thesewaysof working couldbefurther exploredastheymight increaseefficiency.Yetit was
alsoarguedthatvisiting a patientin their homeenvironmentcanbeof greatvaluefor an
intervention.
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RSWoversusstatutory socialwork. RSWwasfound to beconsiderablyifferentfrom
statutorysocialwork in the LA or hospital.Findingsdemonstratedhat RSWscould be better
positionedto supportrenalpatientsthan statutorysocialworkers becaus¢éheyaremore
accessibl@reableto provideholisticand more continuouscare andhavespecialisknowl-
edgeof therenalteamandillness:

In recentyearschangesn the socialcaresystemandparticularlythe benefitssystemhave
hadamajorimpacton the RSWrole. IncreasinglyLA servicedavetightenedtheir eligibility
criteriafor supportand manypatientsareunableto accest A servicesinlesgheyhave
reachedcrisisstageAs aresult, RSWssawreferralsto their servicesncreaseasdid thetime
theyspentadvocatingor patientswith the LA. Meganand herteamhadexploredtheir referral
databetweer2010and2018andfound thatreferralsin the samewo-month periodhad
increasedrom 17in 2010to 71in 2018.n 2010their role seemedo almostexclusivelcon-
sistof conductingpre-renalreplacementherapyassessmengndthis numberstayedela-
tively stableoverthe yearsHowever recently referralsfor benefitsissueshousingissuesand
requestselatedto immigration andhomecarancreasedSpecificallyreferralsfor benefits
increasedrom 1in 2010to 15in 2018overthe sameawo-month period. RSWdelt thatgeneric
socialservicesverecurrently not meetingpatientneeds:

Therewasaconsensughat LA eligibility assessmentgerenot alwaydair andthatmany
RSWservicausersvould not get’ of socialservicesleavingtheir needs
unmet.Patientsverenot askedheright questiondo enablehemto fully explaintheir situa-
tion andneedfor services:

Insteadthe only eligibility criterium RSWsapplyis whetherapatientis underthe careof a
nephrologistAs such,RSWsareableto supportpatientsthat arenot yetin the “highneed'cat-
egory for whomthe LA would haveno duty to assistRSWsdescribedheir professiorasan
) , versionof socialwork, that allowsthemto supportall patientsin
need.
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RSWsexplainedhat without their expertiseand advocacynvolvementmanypatients
would not beableto accessommunity resourcespr getadequatesupportfrom them.To illus-
trate,Mariarecalledatime whenshereturnedfrom long-termleaveand her posthadnot been
covered|eavingpatientsto try andaccesservice®n their own:

% $ : . 5.8

% ’

In additionto experiencingssueselatedto socialcare manyrenalpatientssufferfrom
emotionalproblemssuchasanxietyand depressionThe RSWsexplainedhat patientswere
not only strugglingto accessocialserviceshut that community mentalhealthservicesvere
alsoincreasinglyunderpressureMany RSWsparticularlythosewithout renalpsychologyol-
leaguedeellike theyare 5 6 *,

, +, by offeringaccesso lower-levelemotionalsupport.

RSWaswerenot only moreaccessibleo patientsbecausef their inclusiveeligibility criteria,
but alsodueto beingbasedn the hospital. SomeRSWaswith betterstaffto patientratioswere
involvedin doing assessmentspmevisits,or wereableto visit the renalunits on aregular
basisThisthen meantthat patientsknewof the RSWservice|eadingto self-referralsThis co-
presencalsomeanghatthe linesof communicationbetweerRSWsandMDT membersare
shorterthanthosebetweern_A socialwork andMDT members.

As statedyenalpatientsoftenfaceavarietyof simultaneougproblemsin the currentcon-
textof fragmentedservicessomepatientsareleft to interactwith manydifferentagenciesnd
professionalscrosshe healthandsocialcaresystemsRSWsarguedthat manyof their service
userdeeltooill, overwhelmedr distressedo activelyengagevith thesefragmentedservices.
Othersmaynot know which servicesreavailablepr theylackthe capacityto keepanover-
viewof their care As such,RSWsplayanimportantrole in supportingpatientsby providing
oversightof their care.

( 7

TheRSWsacknowledgedhe importanceof the nursingrole in supportingpatientswith
lower-levepsychosocidksuesY et,the complexityof the socialservicesystemmakesghis not
aneasytask,particularlyin largerunits. In theseunits, patientscomefrom differentareascov-
eredby differentLAsandlocalorganisationsThis makest difficult for nurseso keepover-
sightof which servicesreofferedin the community, howtheyshouldreferto themand
follow-up whetherpatientshavebeenableto accesthe serviceTheRSWsarguedthat thisis

. Theyareableto assesall patientissuesndtakeon acasenanagement
role,aholistic servicethat other providerscannotoffer:
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5$,

Not only do RSWsprovideholistic care theyalsoprovidecontinuity of care RSWsareable
to supportpatientsastheir needschangehroughouttheir wholerenaljourney,from diagnosis
to end-of-lifecare.Thiswasconsideredeneficiafor the patients RSWsarguedthatthey
couldbuild relationshipslearnaboutpatients'supportivenetworksand understandwvhat
worksandwhatdoesnot work for them.

%

Thisability to build relationshipsvasperceivedo beanessentiaélementof agoodsocial
work intervention,especiallassomepatientswould not sharepersonaproblemsbeforeacer-
tain levelof trust wasgained. The RSWdurther statedthat statutorysocialworkerswould
closecasemuchearlierthantheywould do, especiallyf patientswerenot engagingSince
non-attendancevasoftenareasorfor the RSWto getinvolvedin thefirst place theyargued
thatimmediatelygiving up on a patientthat doesnot engagevould goagainstheir objectives.

Finally, RSWshave asthe nameimplies,specialisknowledgeof renaldiseasewhich
includesan understandingpf theimpactof theillnesson a patient'sphysicakkndemotional
wellbeingdaily scheduleandwider socialsituation. Therewasa consensughatthis renal
expertisein combinationwith beingbasedn (proximity of) therenalunit, providesfurther
advantagesf RSWasopposedo LA socialwork. By actingasthe mediatorbetweermedical
staffand patientsit allowedthemto supportthosewho experiencelistresslueto questionsor
disagreementabouttheir treatment:

4 1

It alsomeantthatthe RSWawereableto benefitrenalpatientson agroup-level Theycan
challengassueghataffectmultiple patients,or organisegpeer-supporgctivitiesor initiatives
for severapatientsatthe sameime. Furthermore RSWsareusuallyableto offer moreflexibil-
ity in schedulingappointmentsaroundor during treatmenttimes.This offerseasef accesby
seeingpatientsin the units, althoughsomewould alsodo homeuvisitsif preferred As men-
tioned,RSWreport havinggreaterunderstandingand continuedengagemenihenpatients
misstheir appointments.

RSWswork moreeasilyjn anintegratedway,with other (renal)alliedhealthprofessionals,
suchaspsychologyr occupationatherapyservicesThisintegrationin theteam knowledge
of the patient,andunderstandingheimportanceof treatment,is vital to beableto respond
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swiftly whensituationsarisethat could stoppatientsfrom attendingtheir treatment.Carmen
statedthat sincetheseproblemswere and’ beingatthe

$ . LA socialservicesirenot alwaysable
to dothis,asbecameclearfrom this dialogue:

Thefindingsshowedhat RSWs'specialisknowledgeof renaldiseasevasof vital impor-
tanceto helppatientsarticulatetheimpactthattheillnesshadon their livesin suchawaythat
would grantthemacces#o the (benefit)supporttheywereentitledto. Especiallyor dialysis
patientsthis canbecomplexsincetheir healthandability to look afterthemselvesanfluctu-
ategreatlythroughoutthe day.It wassaidthatif RSWsdid not helpto completerequestgor
supportandfollowedup with advocacefforts,patientswereoftenunjustly refused.

EvaluatingRSWinvolvementusing pre-and post-intervention
guestionnaires

Thisfinal sectionpresentghe resultsof an explorationof the impactof RSWinvolvementon
self-reportedlistressanxietyand depressioevelsOut of 161patientswho completedapre-
involvementguestionnaire88(55.0%Yeturnedapost-involvementuestionnaireTherewas
no significantdifferencebetweerrespondentandnon-respondentsn the basisof their emo-
tional issuesanddemographicssreportedin the pre-involvemensurvey(Tablel).
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Tablel. Comparisan of characteistics of post-intervention non-respandentsand respondents.

Characteristic Non-respondents(%) Responents (%) Total (n =161) Comparison of proportions
9
Distress 90.0 94.1 2=0.911p=.340
Anxiety 87.1 84.1 2=0.292p=.589
Depression 72.5 66.7 2=0.607p=.436
2-0.952p=.329
Male 32(41.0) 46(59.0) 78
Female 39(48.8) 41(51.2) 80
.. 2=7.95p=.093
18+40 19(52.8) 17(47.2) 36
4150 15(45.5) 18(54.5) 33
51+60 19(42.2) 26(57.8) 45
61+70 6(23.1) 20(76.9) 26
>70 11(61.1) 7(38.9) 18
9 2=0.717p=.397
White 53(43.4) 69(56.6) 122
Other 19(51.4) 18(48.6) 37
( % 2=9.545p=.089
Pre-dialyss 21(65.6) 11(34.4) 32
HD 31(39.7) 47(60.3) 78
PD 4(33.3) 8(66.7) 12
Transplant 11(45.8) 13(54.2) 24
Conservativeare 1(100.0) 0(0.0) 1
Carer 2(25.0) 6(75.0)
( ) 2=4.221p=.377
<6 months 6(30.0) 14(70.0) 20
6 monthsto 3years 15(42.9) 20(57.1) 35
3to5years 9(52.9) 8(47.1) 17
>5 years 7(35.0) 13(65.0) 20
Not applicate 32(51.6) 30(48.4) 62
# 2=0.984p=.321
Living alone 26(51.0) 25(49.0) 51
Living together 46(42.6) 62(57.4) 108
9 2=4.142p= 247
Employed/ineducation 18(62.1) 11(37.9) 29
Unempoyed 3(42.9) 4(57.1) 7
Unableto work 39(41.9) 54(58.1) 93
Retired 11(39.3) 17(60.7) 28

https://da.org/10.1371durnal.pon®275007.t001

ThreeseparategxactMcNemarChi-Squardestsvererun to determinewhethertherewas
adifferencebetweerprevalencef distressanxietyand depressiobeforeand afterRSW
involvement Eventhoughprevalencef emotionalproblemsremainedhigh (Table2), find-
ingsshowsignificantreductionsin the prevalenc®f distresp = .007)andanxiety(p = .008)
beforeandafterRSWinvolvementbut not in the prevalenc®f depressior{p = .252).

Discussion

This mixed-methodsstudysetout to undertakeafirst-everexplorationof the UK RSWrole. It
found that RSWsaddressawide rangeof patientissuesand supportmanypatientswho are
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Table2. Prevalenceof emotional issuesbeforeand after RSWinvolvement.

Prevalencemeasure BeforeRSWinvolvement n (%) After RSWinvolvementn (%) Overall percentag change P-value
Distresgn = 80) 75(93.8) 64(80.0) -14.7% < .01
Anxiety (n = 83) 70(84.3) 57(68.7) -18.6% < .01
Depressior{n = 83) 56(67.5) 52(62.7) -7.1% .252

https://da.org/10.137 1§urnal.pon®275007.t002

unableto accessommunity socialservicesagrowingproblemwhichis known to alsoaffect
patientswith otherlong-termconditions[23]. RSWsgespondto patientissueshrough
informing patients(and clinical staff)aboutavailablesocialcareservicestsingtheir renal
knowledgeo helppatientsaccesthe servicesheyareentitledto; finding creativesolutionsto
supportpatientsfor whom public servicesvill not provide;offeringcontinuouscare;andhelp-
ing patientskeepan overviewof the complexandfragmentedaspectsf their care.Indeed the
valueof the RSWrole to patientsisin providing holistic carewith afocuson advocacywithout
adheringto strict eligibility criteria. Thiswasfound to significantlyreducedistressand anxiety,
therebyconfirming findings of arecentstudyon therelationshipbetweerrenalpsychosocial
staffinglevelsanddistresg24].

Thefocusof RSWis on offering pro-activeand preventativesupport,yetthisisimpededby
inappropriatestaffinglevelsjn combinationwith high volumesof oftencrisis-drivenreferrals.
In recentyearsthe numberof RSWhasreducedwhilst counsellingand psychologicaservices
haveincreased14]. Thecurrentresultsdo not supportsuchanalterationin the composition
of psychosociaerviceslnstead theyprovideacompellingcasedor the continuing existence
of RSW anincreasen psychologicasupport,especiallyatatime whenLA services
areincreasinglyreactivefragmentedanddifficult to access.

Eventhoughindividual RSWroleswithin units maybewell-establishedagsawhole,the
RSWoprofessiorandrole appeardo befluid andill-defined. Thisis greatlyattributableto a
lackof standardiseghrocessesf psychosociatareacrosgenalunits and units not meeting
recommendedtaffinglevelslnsteadof forming aroutine,integratedpart of renalcare RSW
assessmeimtnd supportis often offeredat the discretionof medicalstaffor through self-refer-
rals,leadingto inequalitiesn patientaccesto RSWservicescrosshe country.

Workforcerecommendationgor UK RSWsaresimilar to thosein othercountriessuchas
the US,Canadandthe NetherlandsPracticestandardsn thesecountriesstipulatea proactive
wayof working, offeringall patientsa psychosocigissessmerat homeastheymovealongthe
patientpathway Offering suchanassessmemtould bring practicein line with Nationallnsti-
tute for Healthand CareExcellence'quality standardsstipulatingthat all patientsshould
receiveapsychosociavaluatiorbeforestartingrenalreplacementherapy[3]. In addition, it
would allowRSWsgo work in the preventativavayenvisageth the CareAct and support
patientsbeforeproblemsescalatandaffectquality of life and diseasself-managementhe
exactbenefits andparticularlycost-effectivenessf offering everypatienta psychosocial
assessmeteforestartingrenalreplacementherapyremainunclearandrequirefurther
investigation.

RSWsappeato bestuckin aviciouscircle:Evidenceon theimpactof their roleislacking;
fundingfor their roleis reducingwhile patientnumbersareincreasingdueto increasingpres-
suregheybecomamoreinvisible,leadingto further ambiguityand questionsaaboutthe neces-
sity of therole within their team.RSWaeedto begivendedicatedime for researctand
servicedevelopmentasother staffoftenalreadyhave Sucheffortscouldfocuson developing
andevaluatingnterventionsthattargetrenaloutcomegsuchasincreasedliet, medication
andtreatmentadherence)to createabusinesgasahat makesclearthe valueof the RSWrole
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to thebottom line of therenalunit, aswell asto the patient.On a unit-level,changeseedto
bemadeto ensureeffectivepartnershipworking betweerRSWsandthe restof the renalteam.
Unit managershouldleadthe developmenbf arrangementshat fosterrelationshipsand
greaterunderstandingof rolesandreferralprocessesiswell asproviding RSWawith acces$o
adequateeportingsystemssupervisionandtraining. Oneareaof training that could be
exploredis the possibilityof upskilling RSWswith acounsellingyualificationfrom anaccred-
ited University. FewRSWsalreadyhold sucha qualification.Accordingto newguidelinesin
cancercare,socialworkerswith acounsellingqualificationcould perform psychological
screeningandcertainpsychologicaiterventions,n addition to their socialwork interven-
tions,undersupervisiorof psychologistf?5]. A similar constructionin renalcarecouldallow
RSWso becomealogicalfirst point of contactfor all renalpsychosocisdupport.

Strengthsand limitations

Fundingrequirementdor this studyleft their mark on the studydesign A focuson the adult
RSWrole wasstipulatedin the projectplan,in additionto anemphasi®n RSWcapacity-
building with regardgo serviceevaluationFor this reasonRSWwereactivelyinvolvedin the
datacollectionandrecruitmentprocesskFor manyRSWsthis wastheir first experiencavith
researctandtheir participationwasastrengthof the study.The successs visible,with one of
the RSWaow startingtheir own PhD and someRSWeplanningto takethe DistressTher-
mometerandthe activity diariesforwardin their practice Theinvolvementof RSWsn the
datacollectionprocesslsobroughtwith it somechallengeswhich highlight the needfor
increasedocialwork staffinglevelsanddedicatedime in the RSWrole descriptionfor
researctandtraining to enableRSWdo further developtheir serviceevaluatiorskills.Firstly,
dueto time restrictionsandthe unpredictablenatureof the job, RSWdelt that theydid not
alwayshavethetime to introducethe studyto patients providethemwith aninformation
sheetand completethe pre-interventionquestionnaireln addition,sometimesRSWdelt that
it wasinappropriateto aska patientto participateif theywerehighly distressear weredealing
with sensitiveconcernssuchassafeguardingssuesThis highlightsanissuewith RSWsas
“gatekeepertd theresearctandcouldmeanthat dueto apotentialselectiorbiasthe samplds
not entirelyrepresentativef the RSWpopulation,with peopledealingwith moreacuteand
complexissuesot recruited.lt isimportantto considerhowthis challengemight affectfuture
attemptsat serviceevaluationsspart of RSWpractice Perhapst canbeexploredwhether
standardpracticecaninvolveaformal intake,whichincludesthe completionof anassess-
ment/outcometool beforeanyservicesareoffered,asis oftenthe casean psychologyservices.
A further limitation wasthat this wasa prospectiveserviceevaluationnot acontrolledstudy
of RSWinterventionversusstandardcare Whilst theinnovativeuseof the DistressThermom-
eterto re-evaluatealistressovertime wasa strengthof the study,it cannotbe saidwith cer-
tainty thatthe observedmprovementsn distressand anxietyweredirectly attributedto the
RSWintervention.

Conclusion

RSWsplayanimportantrolein reducingdistressand supportingpsychosocialvellbeingof
CKD patients With their knowledgeof both theillnessandthe socialcaresystemRSWsamay
beessentialo achieveheintegrationof healthand socialcarefor kidney patientsthatis so
oftenrecommendedn policy documentsHowever theroleisfluid andill-defined,andthe
importanceof havingRSWsupportat setpointsalongthe renalpathwayis recognisedn only
alimited numberof renalunits. Now morethan ever the RSWsarerequiredto demonstrate
their uniqueworth. Clearstandardf practiceandaformalisationof the RSWrole and
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involvementalongthe renalpathwayareneededo guiderenalunitsin their future funding
allocations.
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