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Abstract

Introduction

Patients living with progressive chronic kidney disease may face a variety of ongoing physi-

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.

However, in recent years, the numbers of renal social workers have been declining. The

specialised role is poorly understood and there is no UK research about the profession. To

inform future research and guide workforce planning, this study presents the first-ever

exploration of the UK renal social worker role. It aimed to map the profession's activities and

reasons for involvement in patient care, as well as providing an initial evaluation of that

involvement on patient wellbeing.

Methods and analysis

This mixed-method study recruited adult renal social workers (n = 14), who completed dia-

ries over a 4-month period, participated in a focus group, and provided secondary data

(caseload data and audit files where available) to give insight into their role. The evaluation

of social work involvement on patient wellbeing used a pre-post intervention design. It mea-

sured distress, anxiety and depression levels as captured by the Distress Thermometer and

Emotional Thermometers. A total of 161 patients completed the pre-involvement question-

naire, and 87 (55%) returned the post-involvement questionnaire.

Results and conclusion

The renal social worker role is creative, broad and fluid, with variations in roles linked to dif-

ferences in employment and funding arrangements, configurations of the wider multidisci-

plinary renal team, level of standardisation of psychosocial care, availability of community

services, and staff-to-patient ratios. Renal social work is different from statutory social work,

and renal social workers are generally able to offer continuous rather than episodic care and

support patients that would not meet strict local authority eligibility criteria. The findings

showed that this support leads to significantly reduced distress and anxiety.
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Introduction
Chronickidneydisease(CKD) isaworldwidepublichealthproblem,with increasinginci-
denceandprevalence,highcosts,andpooroutcomes[1]. CKD isagraduallossof kidney
function,whichisusuallyasymptomaticin earlierstagesof thediseaseandprogressesinto
end-stagerenaldiseaseatanadvancedstage.At thisstage,renalreplacementtherapyÐdialysis
or transplantationÐbecomesnecessaryto maintainlife [2, 3]. CKD in earlierstagesisusually
managedby thegeneralpractitioner,andpatientswith advancedCKD areoftenunderthe
careof specialisedrenalteams.

Life with progressiveCKD providesmanyongoingphysical,emotional,financialand/or
socialchallenges.Foraconsiderablenumberof patients,thesechallengesresultin psychosocial
problems[4±7].Thebi-directionalrelationshipbetweenpsychosocialissuesandhealthout-
comeshasnowbeenwellestablished[8]. Thesuccessfulintegrationof servicesfor health,
mentalhealth,andsocialcarefor long-termconditions(including CKD) ishighon thepolicy
agenda[9, 10].In mostUK renalunits,suchintegrationissoughtthroughsomeform of co-
locationandjoint working of specialisedpsychosocialandmedicalstaff.

At agloballevel,thereis limited information abouttheorganisationanddeliveryof psycho-
socialservicesto patientswithin renalunits.Researchandguidelinesfrom theUS,Canada,
andtheNetherlandssuggeststhat in thosecountries,renalsocialworkers(RSWs)arethemain
providersof dedicatedrenalpsychosocialsupport[11±13].Traditionally,thiswasthesamein
theUK, but arecentworkforceaudit found thatwhilst thenumbersof psychologistsandcoun-
sellorswithin therenalteamhadincreased,thenumbersof specialisedsocialworkershad
declined[14]. With theRSWprofessionseeminglyunderthreat,agrowingnumberof renal
patientsarenowrelianton localauthority(LA) socialwork services,whichhavetightenedeli-
gibility criteriafor their supportin recentyears[15].

Theroleof theRSWrole ispoorlyunderstood,not only within therenalunit, but also
within localauthorities(LAs) [16]. UK literatureabouttherole is limited to ablogpaper
describing̀ adayin thelife of therenalsocialworker' [17]. Thecurrentstudyaimedto fill this
gapbyundertakinganin-depthexplorationof theUK RSWrole.It mappedRSWactivities
andreasonsfor involvementin adultpatientcareandsoughtto offer insightinto RSW'scon-
tribution to patientwellbeing.This investigationformedpartof alarger,nationwidestudythat
aimedto understandhowrenalpsychosocialservicesaredeliveredin theUK [16].

Methods
Thismixed-methodsstudycanbedividedinto two parts.Thefirst part involvedanexplora-
tion of theadultRSWrole;thesecondpart consistedof anuncontrolled,pre-postevaluation
of RSWinvolvement.Ethicalapprovalfor thisstudywasobtainedfrom theUniversityof Sal-
ford (Reference:HSR1617-155)andtheNHSResearchEthicsServiceandHealthResearch
Authority (Reference:17/WS/0185).In addition,all ResearchandDevelopmentofficesfrom
theparticipatingTrustsconfirmedtheir capabilityandcapacityto hosttheresearch.

Participantsandrecruitment
RSWswererecruitedto actasparticipantsaswellasdatacollectors.A recentrenalpsychoso-
cialworkforcemapping[14] hadidentified58adultRSWsin theUK, whowereall eligibleto
participate.An invitation emailwassentviatheRSWs'professionalnetwork,theBritish Asso-
ciationof SocialWorkersRenalSpecialInterestGroup.Thosewhoexpressedaninterest
receivedaninformation sheetandweregivenat least48hoursto digestthestudyinformation.
Written informedconsentwasobtainedfrom 14RSWs:sevenfrom England,four from Wales
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andthreefrom Scotland.To protecttheir identity,no further demographicinformation will
beprovidedandtheir nameshavebeenreplacedbypseudonyms.

Theimpactevaluationaspectof thestudyinvolvedrenalpatientswhoaccessedservicesof
participatingRSWsasparticipants.All 14RSWswereaskedto recruit amaximumof 20
patientson aconsecutivereferralbasisoveraperiodof 4 months.Newlyreferredrenal
patients,over18yearsold andwith capacityto provideconsentwereinvited to takepart.All
patientsweresentor givenaninformation sheetby theRSW,whoalsocompletedtheprocess
of obtaininginformedconsent.RSWsprovidedthepatientwith thepre-interventionquestion-
nairebeforeor during thefirst appointment.Thequestionnairewascompletedeitherwith or
without theRSW.At theendof RSWinvolvement,theRSWgavetheparticipantapost-inter-
ventionquestionnaireandapre-paidreturn envelope.Patientssentthequestionnairedirectly
to theresearchteam,without theRSWbeingableto seetheanswers.To increaseresponse
rates,all participantswhodid not completethepost-interventionquestionnaireweresentone
reminderand/or re-sentthequestionnaireonetime.Datacollectionstartedin February2018
andtherecruitmentphaseclosedin December2018.Thelastpost-involvementquestionnaire
wasdistributedin June2019.In total,161renalpatientswererecruitedinto thestudy,whoall
completedthepre-involvementquestionnaire.Themajority of participantswasbetween51±
60yearsold,with over70%below60yearsof age.Thesamplewaspredominantlywhite,
mainlydialysispatients,of whomthemajority hadbeenon dialysisfor lessthan3years.The
majority livedtogetherwith apartneror familyandwereunableto work,whilst18%of
respondentswasstill in employment.

Methodsanddatacollection tools
Thedatathatsupportsthefindingsin thispaperwereconcurrentlycollectedandanalysed,to
form aniterativeinteractionbetweenwhatisknownandwhatknowledgeis further required.
Thefollowingmethodsfor datacollectionwereused:

Diaries andparticipant masterlist. Overa4-monthperiod,RSWsindividually com-
pleteddailyelectronicdiariesin MicrosoftExcel.Activitieswereselectedfrom apre-deter-
minedlist andthetime spent(in minutes)wasnoted.This list wasco-developedwith RSWs
during preparatorydiscussions.RSWsalsohadtheopportunity to leavecommentsalongside
their entriesto providemoreinformation aboutwhichissuetheyweretrying to addressand
how.RSWswerealsoaskedto keepaparticipantmasterlist asarecordfor participantrecruit-
ment,in whichtheywereaskedto list themain reasonsfor their involvement.

Focusgroup. EightRSWsparticipatedin afocusgroupabouttheir roleandactivities.
Thediscussionfocusedon topicsrelatedto processesof servicedelivery,whetherthesewere
meetingpatientneedsandwhatbestpracticeswithin servicedeliverywouldbe;theRSWs
placewithin thewidermultidisciplinaryteam;differencesbetweenRSWandLA socialwork;
changesto therole in recentyears;andviewsof thefutureof therole.Thefocusgrouptook
placeat theUniversityof Salfordin July2018.

Questionnaires. A pre-andpostRSWinvolvementquestionnairewasdesigned,which
includedtheUSNationalComprehensiveCancerNetwork'sDistressThermometer(DT) [18]
astheprimary measureof distress.Initially developedbyRothetal.to screenfor distressin
cancerpatients,it hasbeenvalidatedfor usein theUK renalpopulation[19]. It isasimple
one-itemscreeningtool, designedto bepartof healthprofessionals'dailypractice,whichasks
patientsto ratetheir distresson ascalefrom zero(nothing) to ten(extreme).Studiesusingthe
DT in renalcarearelimited, but ameta-analysisof studiesin oncologypatientsfoundagood
balancebetweenpooledsensitivity(0.81,95%ConfidenceInterval(CI): 0.79±0.82)andpooled
specificity(0.72,95%CI: 0.71±0.72)at thecut-off scoreof 4 whencomparingtheDT to other
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diagnostictools,suchastheHospitalAnxietyandDepressionScaleandBeck'sDepression
Inventory[20]. In addition to theDT, emotionalthermometersfor anxietyanddepression
[21] wereaddedto thequestionnaire,to allowfor moredetailedidentificationof emotional
difficulties.Furthermore,theProblemChecklistaskedpatientsto specifyanyissuestheyfaced
in thelastweekandafinal questionaskedparticipantsto describewhich issuestheywantedto
receivesupportfor. Tick boxdatawascollectedon patientdemographics:age,gender,employ-
mentsituation,living situation,time on dialysisandethnicity.

Secondarydata. Whereavailable,RSWsprovideddataon their yearlyreferralnumbers,
activecaseloadsandanyauditdocuments.

Data analysis
Firstly,to explorethescopeof RSW,datafrom all sources(qualitativecommentsin diaries,
questionnaires,participantmasterlist,RSWcaseloadinformation andfocusgroupdiscus-
sion)wereused.Any dataon patientissuesor actorsinvolvedwastriangulated,codedandthe-
maticallyanalysed,to identify thevarietyof issuesthatRSWsconcernthemselveswith.
Themesrepresentedcategoriesof patientissues,andweredevelopedthroughaniterative,
inductiveprocessof comparisonof differentissuesthatwerecodedunderthedifferentcatego-
ries.Thefinal codingframework,consistingof 8domains,ispresentedasafigurerepresenting
theRSWrole in theresultssection.

To identify RSWactivitiesin responseto theseissues,all individual diary fileswerecleaned.
Excelwasusedto calculatetotals(in minutes)andpercentagesof time spentbyeachRSWfor
eachactivitycategory.Thisdatawastransferredinto STATA,whichwasusedto createa
boxplot showingtheminimum, maximumandinterquartileranges,in addition to median
valuesof percentageof time spenton eachactivity.

Thefocusgrouprecordingwastranscribedverbatimanddatawasimportedinto Nvivo
softwarefor analysis.Initial findingsof theneedfor aspecialisedsocialwork rolebeingques-
tionedandvariationsin RSWactivitiesguidedanhybrid codingprocess.Codeswerecreated
to reflectkeydifferencesbetweenRSWandgenericsocialwork andhowtheserelateto the
needsof thepatients,in addition to reasonsfor thevariationin activities.Memberchecking
during informal follow-upcallswith RSWs(n = 5) ensuredreliability andvalidity of findings.

Finally,datafrom thepre-andpost-involvementquestionnaireswereenteredinto STATA
for analysis.Distress,anxietyanddepressionwereexaminedthroughbinaryvariables,with
scoresof �4 denoting`caseness'[18]. Eightpatientsdid not provideaDT scoreon eitherthe
pre-interventionquestionnaireor thepost-interventionquestionnaire,or both.Fivepatients
did not completequestionsabouttheir levelsof anxietyanddepressionin thepre-or post-
interventionquestionnaires.Missingdatawasexcludedon acase-by-casebasis.Descriptive
statistics,including frequencytablesandchi-squaretests,wereusedto explorewhetherthere
weredifferencesin pre-interventioncharacteristicsandemotionalissuesin thosewhodid and
did not respondto thepost-interventionquestionnaire.Threeseparate,exactMcNemartests
wererun to determinewhethertherewasadifferencebetweenprevalenceof distress,anxiety
anddepressionbeforeandafterRSWinvolvement.Thesignificancelevelwassetfor 5%.

Results

Exploring the scopeof RSW
FindingsshowedthatRSWresponsibilitiesandinvolvementrelateto alargenumberof differ-
entpatientissuesthatcanmanifest.RSWswouldeithertry to solvesuchissuesdirectly,or
throughadvocating,referringor liaisingwith otherentities.

RSWinvolvementwascategorisedrelatingto issueswithin eightprominentdomains:
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· activitiesof daily living, including issuesaroundpersonalcareandequipment.

· financesandbenefits,mainly relatingto welfareadviceandemploymentissues.

· housing,including issueswith living situationsandappropriatenessof housingfor home
haemodialysis.

· treatment,mainly relatingto supportingpatientsalongtheir journeyacrossthewholerenal
pathway.

· caregiversupport,sometimesalsoafterthepatienthaspassed.

· mentalhealth,includingongoingsupportfor patientswith low moodandliaisonfor patients
with severementalhealthissues.

· sociallife, supportingrelationshipsandsocialactivities.

· legalissues,safeguardingandotherissuesthat requiresRSWsspecificknowledgeof thelaw.

Examplesof issueswithin thesedomainsarelistedin thecolouredboxesin Fig1.An over-
view(althoughnon-exclusive)of thelargevarietyof possibleagentsandorganisationsthat the
RSWcouldinteractwith aspartof their involvementisalsomappedonto Fig1 in thewhite
boxes.

FocusgroupdatarevealedthatRSWsdo not havesetinterventionsthatcanbeappliedto
patients:

��� �� ���	�
�� �� ���� 	� �� 	� ��� ��	���	� ���� ��	� 	���� ���� �������. �	 ������ �� ����
��, ������	 �	? ��	 �
������ �� �� ��������	, ��� �
�������� ���������� �� ���� ������ �� ��
��������	�.

���������, ���.

Assuch,theRSWrole isbroadandseemsto entail:

�. . .���	���� 	��	 �����
�� 	�� ��	���	��  ���	� �� ����

���������, ���.

TheRSWsexplainedthatpatientsrarelyneedsupportfor asingleissue,but thatoften,a
complexwebof issuesemerges.Assuch,RSWinvolvementcanbemuchmoreintensivethan
initially expecteduponreferral,andactivitiesandfocusof involvementcanshift astime goes
by.

�!�� ��
�� "��� ���	 ����	 ���� �� ������ �� ���������	. #��	 ���", � ���	 	� � ��	���	 	�
�����	� � $�����	� ����, $�	 �� ����� �� ���������� ��� ������� ��� ��	���� ��� ��	������
���� ������� ���	���.�

�%����, ���.

��� ������� ����� �� ��� ����: &��
� ��	 �������, $�	 � ����	 ������ 	� ���� ��, ��� � ��	 ����
	�������	?' &��� ����	 ��� ������ 	� ���� ��?' !�� ���� ��	 	��	 	��� ����	 ��	 $� �� 	��
$�����	� 	��� ��� ��	�	�� 	�, 	��� ��
� ���� �� � 	���� ��
����, 	��� ��� �� � 	���, 	��� ������.
(��� ��� ��	 ����$� ��� $�����	� $������ 	��� ��
� ��	 �� ��	�	����	 	� ��$�� ����� �� 	���
��� ����� 	�� ����� ��� ���� �	��� ����� ��� 	��� ����	 �
� ��	��� 	�� ��	��	��� 	��	 	����
�
��	. (��	 	��� ���� 	� ����������, �����	�, 	���� ����� �� ����� 	� $� 	�"�� ���� ���� 	���,
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	�� ��� $� ����	 $� ����, 	�� ���	��� $� ����	 $� ���� ��� �	�� � ����� �� � 	���� ����	���
������ 	��	 ��� $� �����"�� ��� ��
�� ��� $� ��� 	��	 ���� 	��� 	� ���� ��������� ��� ����
������� 	���	���	 ��� ������.�

�)�$��, ���.

RSWactivities
Datafrom diariesprovidedinsightinto thekeyactivitiesthatRSWinvolvemententails.Fig2
providesinsightinto patternsandspreadin termsof time spenton keyactivitiesof RSWs.

Fig 1. Thescopeof renal socialwork: Patient issuesand interacting agents.

https://doi.org/10.1371/journal.pone.0275007.g001
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Activitiesthatwerenot directlypatient-related,suchasattendingmeetings,traveltime and
administrativetasks,arenot reflectedin this figure.

Fig2showsthat largevariationsexistbetweenhowmuchtime eachRSWspenton varying
activities,or whethertheRSWevendid certainactivities,suchassupportivecareor hospital
dischargework.Forexample,time spenton financialissuesvariedfrom 3.8%to 36.2%;and
whilstoneRSWhardlyspentanytime (0.4%)on dischargeactivities,anotherspent28.6%of
their time on this.It shouldbenotedthatbenefitswork isnot partof thesocialwork qualifica-
tion. TheRSWsemphasisedthat theywerenot benefitsexpertsandthat theywould`����
����� 	��	 ��� *#���, ���+. However,if therewereno otherservicesavailableto referonto,
suchashospitalbenefitsadvisorsor anadequateCitizens'AdviceBureau,theRSWsfelt com-
pelledto supportpatientswith their benefitsquestions.

Focusgroup findings
Possiblereasonsfor variations in RSWactivities. Analysisof focusgroupdataidentified

threepossiblereasonsfor thevariationsin RSWactivities,namely:differencesin fundingand
employmentarrangements;differencesin routineRSWinvolvementandavailabilityof other
services;anddifferencesin patient-to-staffratios:

Asalsostatedin therenalpsychosocialworkforcereport [22], RSWsarepredominantly
fundedand/oremployedthroughtheLA or hospitalTrust,with averysmallproportion
fundedthroughcharities.Generally,only thoseemployedbyLA havetheauthority to put in
placecarepackagesor undertakestatutoryassessmentsfor otherservicesthatareprovided
throughtheLA. Instead,animportant roleof non-LA RSWsisadvocatingfor patientsto
ensurethat theyreceiveappropriateandtimely LA support:

�,�
����� �� � $�� ���	 �� ��� ��������	 ���. �� ��
� 	� �����, ���� 	�� ����, ����� 	�� ����.
�� 	���� �� � ����, ��	�� 	���� ������	��� ������� �� $��". -� ��� �� ������	���� 	������ �������
���	, �� ��� ����	 ��� 	�� ����	 	����, 	��� ��� ��	 �� 	�� ���	��� ��	 ��� ���� ��� ����.�

�.�����, ���.

Fig 2. Main RSWactivities,basedon time spentper activity.

https://doi.org/10.1371/journal.pone.0275007.g002
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�� 	���" 	��	 �� 	�� ����	, 	��� �� ���	 ��� ����. (�� ��� ��� ��� � ��� ��	���	 	��	 #, /�����
���	��� 	� ��� �� 	� ����� �� ��� ��� 	��� ������ �� ���� �����0 	��� ��" ���	��, $�	 	��� ���
��	 $������ �� 	���, 	��� ��� 	���. (��	 �� ���� ����� � �	 �� ��� ��� ����� ��, ��
���	��� ���
	���� ��	���	�.�

�%����, ���.

TheRSWsalsoexplainedtheywerenot all fundedto coverthesametreatmentmodalities.
Some,for example,wereonly fundedto coverthedialysispopulationandnot to getinvolved
in transplantcare.

Althoughimportant to explore,adiscussionaroundpreferablefunding/employment
arrangementsisoutsidethescopeof thispaper.Detailsof advantagesanddisadvantagesto
beingeitherNHSor LA employed,relatedto supervision,management,recognition,and
accessto reportingsystemscanbefoundelsewhere[16].

Activitiesof RSWswerefurther found to bedependenton whethercareprocessesin the
unitsstipulatedthatRSWswouldberoutinely involvedalongcertainpartsof therenalpath-
way.Forexample,in someunits,all newhaemodialysispatientswerereferredto aRSWfor an
assessment.Yet,in otherunits,taskslike pre-dialysisassessmentsandsupportivecaresupport
wouldbesolelyprovidedbydedicatednurses,with limited referralsto socialwork.Thepres-
enceor absenceof othersocialcarerelatedprofessionalsandorganisationsin thehospitalor
communityfurther influencedtherole.Forexample,someRSWsstatedtheywereableto refer
patientsto ahospitalbenefitsworkeror alocaldisabilityadviceorganisation,whereasothers
werenot.

Lastly,animportant factorto considerwhenexploringthedifferencesin rolesis thelarge
variationin RSW-to-patientratios,asalsoreportedin theworkforceaudit [14]. Dataon yearly
caseloads(providedby12RSWs)showedlargedifferencesbetweenthenumberof patients
thathadbeenreferredto theRSWin oneyear,from 72to 520patientsper1Full-TimeEquiva-
lent.TheRSWsexplainedthat theywould typicallyhavesomeform of contactwith all refer-
rals.Logically,this largediscrepancymeansthatsomeRSWshavemuchmoretime to spend
on aninterventionthanothers.Thereachandscopeof therolewasfound to reduceaspatient
ratiosworsen,andpoor ratioswould impedepro-activewaysof working:

`#��	 ����, � ��	 �
�� 123�������� �� 	�� �� �� ������� �������. �	 /��	 ��	 	�� ����, �� �
������� ��	 	� ��� .4) ��	���	� �������, $�	 ��� ����� �� ������������ ��	���	�. � ���
����	 	��
� 	� 	�� ��	��	� ���	� �������, �	����� � "��� �	 ����	 $� �������	 ��� 	���� ����
�� 	� ���� ��� ��� �� ����. � ��� ��	���	� ���� �
�� 	�� ����� 	��� �� ��� 	���. � ����	 /��	
�� ��	� 	�� ���	 	� ���	 	� ��	���	� ��� ��	������ ����� �� ��
��	��� 	�� ���
���. (������ /��	
���� ���� ������ ��� 	�� ���
��� 	��� � ��� ����� �� �� ���.�

�#���, ���.

TheRSWswhocoverlargepatientgroupswith minimal stafftime statedthat their
resourceswouldbemostlytakenup bycrisispatients,facingurgentsituationssuchasimmi-
nenthomelessnessor visitsfrom thebailiff. Assuch,thewaitingtimesfor lessurgentcases
wouldstartto riseandtheRSWinvolvementfor thesepatientswould involvemoresignpost-
ing or offeringadvicebyusingvideocalls,phoneor email,asopposedto homevisits.Someof
thesewaysof working couldbefurther exploredastheymight increaseefficiency.Yetit was
alsoarguedthatvisitingapatientin their homeenvironmentcanbeof greatvaluefor an
intervention.
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RSWversusstatutory socialwork. RSWwasfound to beconsiderablydifferentfrom
statutorysocialwork in theLA or hospital.FindingsdemonstratedthatRSWscouldbebetter
positionedto supportrenalpatientsthanstatutorysocialworkers,becausetheyaremore
accessible,areableto provideholisticandmorecontinuouscare,andhavespecialistknowl-
edgeof therenalteamandillness:

In recentyears,changesin thesocialcaresystem,andparticularlythebenefitssystem,have
hadamajor impacton theRSWrole.Increasingly,LA serviceshavetightenedtheir eligibility
criteriafor supportandmanypatientsareunableto accessLA servicesunlesstheyhave
reachedacrisisstage.Asaresult,RSWssawreferralsto their servicesincrease,asdid thetime
theyspentadvocatingfor patientswith theLA. Meganandherteamhadexploredtheir referral
databetween2010and2018andfound that referralsin thesametwo-monthperiodhad
increasedfrom 17in 2010to 71in 2018.In 2010,their roleseemedto almostexclusivelycon-
sistof conductingpre-renalreplacementtherapyassessmentsandthisnumberstayedrela-
tivelystableovertheyears.However,recently,referralsfor benefitsissues,housingissues,and
requestsrelatedto immigration andhomecareincreased.Specifically,referralsfor benefits
increasedfrom 1 in 2010to 15in 2018overthesametwo-monthperiod.RSWsfelt thatgeneric
socialserviceswerecurrentlynot meetingpatientneeds:

`(�� ��� ��	����	� ��� ���
���� 	� 	���� 	��	 ��
� � ���� ��� ������������ ��� ���� ���"���
���. ,��	���� $����� 	��	 �� ������ ��	 	� 	�� 	���� ���	�� ��� ����������	 	����. ��������
����, �� ��	��, ��� 	��� �� �� $��$��� �	 	�� �����	, � �� ��������� ��� ����� ��� /��	 ��	
��	��� �� ��������. �� ���	, � ��� �"� 	��� ��� 	������ �	 ��, ����� ��� /��	 ��	 ��		���
���������.�

� .�����, ���.

TherewasaconsensusthatLA eligibility assessmentswerenot alwaysfair andthatmany
RSWserviceuserswouldnot get`	������ 	�� ����	 ����� of socialservices,leavingtheir needs
unmet.Patientswerenot askedtheright questionsto enablethemto fully explaintheir situa-
tion andneedfor services:

�(�� ��	���	� ��� $����, ��� � ��� �	, ���$���	�� �	����� ���� ��������� � ������ ����� ���"
���������	. (��� 5	�� ���������6 �� ���� 	����� ��	. 7���� ��	�� ��
� 	� ���	 � ��� 	��� ���
�� ���������	 	� 	��� ���� 	��� �� ��	 ��	 	�� � ������	. (��� � ���: &��	 ��
� ��� 	��
	��� ��� ����	 ��	 ���� 	�� �	���� ��� �$��	 �������	��� ��	� ���� �	�?', 	��� 	���� ��������
�� $�: &��, 	��� �����	 ��"'.�

�%����, ���.

Instead,theonly eligibility criterium RSWsapplyiswhetherapatientisunderthecareof a
nephrologist.Assuch,RSWsareableto supportpatientsthatarenot yetin the`highneed'cat-
egory,for whomtheLA wouldhaveno duty to assist.RSWsdescribedtheir professionasan
`�� ������, �	�������	��� versionof socialwork, thatallowsthemto supportall patientsin
need.

`���� ����� ���" �� �$��	 $���� ����	�
�, ��		��� ��	� ��������, �� ��������� ����� ���". �	
�� �$��	 ��		��� 	� "��� ����� �� ��� ��		��� 	�� $��	 ��� 	���, $������ ��� "��� 	���
��.�

���������, ���.
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RSWsexplainedthatwithout their expertiseandadvocacyinvolvement,manypatients
wouldnot beableto accesscommunityresources,or getadequatesupportfrom them.To illus-
trate,Maria recalledatime whenshereturnedfrom long-termleaveandherposthadnot been
covered,leavingpatientsto try andaccessserviceson their own:

�%� ��������� ������� $������ ���� ��� 	��� ���� ��� ��	 ����: �� 	� .,� 5.�	�8��� ,�
���
������6 ��	� 	��� ���$��, �� 	� 	�� �� ���	�� ��� 	���, �� �� 	� 	�� ������. (��	�� �	. (��� �
���� $��" 	� ���� ��	 � �	 �� ����� ��	� ���� �
� ����$��	��� ��� 	���� 9�������	 ���
������	 ,������ �	����� ��� ���� �$��	 	� $� �
��	��, 	��� ��� 	���� 7�7� ������� 	�
���� �
��. ��, � ���� $��" 	� � �	 �� ���$��� $������ �� ��	���	� ������	 ������ 	�� ����
����	� ���
����.�

�%����, ���.

In addition to experiencingissuesrelatedto socialcare,manyrenalpatientssufferfrom
emotionalproblemssuchasanxietyanddepression.TheRSWsexplainedthatpatientswere
not only strugglingto accesssocialservices,but thatcommunitymentalhealthserviceswere
alsoincreasinglyunderpressure.ManyRSWs,particularlythosewithout renalpsychologycol-
leagues,feellike theyare���� ������ 	��	 ��	���	 ����� 5��	� ����������� ������6 ����	� *.���
���, ���+, byofferingaccessto lower-levelemotionalsupport.

RSWswerenot only moreaccessibleto patientsbecauseof their inclusiveeligibility criteria,
but alsodueto beingbasedin thehospital.SomeRSWswith betterstaffto patientratioswere
involvedin doingassessments,homevisits,or wereableto visit therenalunitson aregular
basis.This thenmeantthatpatientsknewof theRSWservice,leadingto self-referrals.Thisco-
presencealsomeansthat thelinesof communicationbetweenRSWsandMDT membersare
shorterthanthosebetweenLA socialwork andMDT members.

Asstated,renalpatientsoftenfaceavarietyof simultaneousproblems.In thecurrentcon-
textof fragmentedservices,somepatientsareleft to interactwith manydifferentagenciesand
professionalsacrossthehealthandsocialcaresystems.RSWsarguedthatmanyof their service
usersfeeltoo ill, overwhelmedor distressedto activelyengagewith thesefragmentedservices.
Othersmaynot knowwhichservicesareavailable,or theylackthecapacityto keepanover-
viewof their care.Assuch,RSWsplayanimportant role in supportingpatientsbyproviding
oversightof their care.

�(�� �������� �� 	�� �������	� ��� ����������� �������	 	� ��	 ��� ��. 7���� ��� �
��� ��	�
�� ���� ���	����, � ���	� ��� �� � ����	 ��" ��	�
�	���, �	����	� ��� �����, 	��	 	��� /��	
��
� ��.�

� .�����, ���.

TheRSWsacknowledgedtheimportanceof thenursingrole in supportingpatientswith
lower-levelpsychosocialissues.Yet,thecomplexityof thesocialservicessystemmakesthisnot
aneasytask,particularlyin largerunits.In theseunits,patientscomefrom differentareas,cov-
eredbydifferentLAsandlocalorganisations.Thismakesit difficult for nursesto keepover-
sightof whichservicesareofferedin thecommunity,howtheyshouldreferto themand
follow-upwhetherpatientshavebeenableto accesstheservice.TheRSWsarguedthat this is
������ 	��� ���� ���. Theyareableto assessall patientissuesandtakeon acasemanagement
role,aholisticservicethatotherproviderscannotoffer:
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`(�� ������ �� 	�� ���� ��� ��	 ����� 	� �����" � �� 	�� ��	���	�� ���$���, 	��� ��� ��	
����� 	� ��
� 	�� "������� �� 	�� 	��� 	� �����" 	���. :� ��� ��� ��, �� ��� ���� ������� ��	
	� 	�� ������� 	��� 	��� �� ��" �	 	�� �����������, 	��� 	��� ��
� 	� �� 	� .,�, 	���
	��� ��� �������� 	� 	�� �� ���	�� ��� 	�� ���	 	����, 	��� ���	�����, �� ���� ��������	 �����
��� 	��� ����	 �� $������ 	����
� ��	 ;3 �	��� ������	���	� 	� ��	 	�. ,�� �� ���, 	�� ��	����
��������, 	��� ����	 ���� ������ �$��	 	�� ���� ����� 	� �	�� ��� �����" �
���	����. ,��
	��	 �� ����� ��, ����, ���� ��, $������ �� ��
� 	�� "������� ��� ���������� 	� �� 	��	.�

±)�$��, ���.

Not only do RSWsprovideholisticcare,theyalsoprovidecontinuity of care.RSWsareable
to supportpatientsastheir needschangethroughouttheir wholerenaljourney,from diagnosis
to end-of-lifecare.Thiswasconsideredbeneficialfor thepatients.RSWsarguedthat they
couldbuild relationships,learnaboutpatients'supportivenetworksandunderstandwhat
worksandwhatdoesnot work for them.

�(��� ��	 	� "��� ��, ��� 	��	�� ���	 ����� ����	 ��	 �� #��� ,�	����	� ����� ���". (��� ��	
�� ��	��
��	��� ��� 	��� �	�� ����� ��� 	��� ����$��� ��� ����� ����.

±%����, ���.

Thisability to build relationshipswasperceivedto beanessentialelementof agoodsocial
work intervention,especiallyassomepatientswouldnot sharepersonalproblemsbeforeacer-
tain levelof trust wasgained.TheRSWsfurther statedthatstatutorysocialworkerswould
closecasesmuchearlierthantheywoulddo,especiallyif patientswerenot engaging.Since
non-attendancewasoftenareasonfor theRSWto getinvolvedin thefirst place,theyargued
that immediatelygivingup on apatientthatdoesnot engagewouldgoagainsttheir objectives.

Finally,RSWshave,asthenameimplies,specialistknowledgeof renaldisease,which
includesanunderstandingof theimpactof theillnesson apatient'sphysicalandemotional
wellbeing,dailyscheduleandwidersocialsituation.Therewasaconsensusthat this renal
expertise,in combinationwith beingbasedin (proximity of) therenalunit, providesfurther
advantagesof RSWasopposedto LA socialwork.Byactingasthemediatorbetweenmedical
staffandpatientsit allowedthemto supportthosewhoexperiencedistressdueto questionsor
disagreementsabouttheir treatment:

`� ���� � �	 	��� 	��	 � ����	 $� �����	��� $�	���� ������ �	��� ��� ��	���	� ��� � 	���"
���	 	��� ���� ���� ������ �	���, ��� 	��� ���� �	, �� ��������	 	� ���� 	��� 	�" 	� ��. ���
�
��	 	�� ��" ��	� �	, $�	 �� ��� ��	 ������.�

�4����, ���.

It alsomeantthat theRSWswereableto benefitrenalpatientson agroup-level.Theycan
challengeissuesthataffectmultiple patients,or organisepeer-supportactivitiesor initiatives
for severalpatientsat thesametime.Furthermore,RSWsareusuallyableto offermoreflexibil-
ity in schedulingappointmentsaroundor during treatmenttimes.Thisofferseaseof accessby
seeingpatientsin theunits,althoughsomewouldalsodo homevisitsif preferred.Asmen-
tioned,RSWreporthavinggreaterunderstandingandcontinuedengagementwhenpatients
misstheir appointments.

RSWswork moreeasily,in anintegratedway,with other(renal)alliedhealthprofessionals,
suchaspsychologyor occupationaltherapyservices.This integrationin theteam,knowledge
of thepatient,andunderstandingtheimportanceof treatment,isvital to beableto respond
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swiftlywhensituationsarisethatcouldstoppatientsfrom attendingtheir treatment.Carmen
statedthatsincetheseproblemswere������� � ������� and`������ ����	���, beingat the
�����	���� ���� ���� 	� $� ��������
� ��� �������	��. LA socialservicesarenot alwaysable
to do this,asbecameclearfrom thisdialogue:

����� � ��� �� ����� ��
� ��	 ���� 	���� ��� � ����� �� ������, ��� 	��� 5����� ���
����6
���� ���� ��
� ��� � ��	 �� ���� ���������, $������ ��� ��� ������������.

����"�, ���.

�. . .����� �� ������	 	�� ���� ��	�.

�)�$��, ���.

�!��, 	�� ���� �	�� ��� ���$��� ��� �� �����	� $������ �� ��� �� �����, 	�� ��	 �� ���� �����
���� �����	 �
�� ��		�� 	� 	��� $� 	��	 	����.

����"�, ���.

ThefindingsshowedthatRSWs'specialistknowledgeof renaldiseasewasof vital impor-
tanceto helppatientsarticulatetheimpactthat theillnesshadon their livesin suchawaythat
wouldgrantthemaccessto the(benefit)supporttheywereentitledto. Especiallyfor dialysis
patients,thiscanbecomplex,sincetheir healthandability to look afterthemselvescanfluctu-
ategreatlythroughouttheday.It wassaidthat if RSWsdid not helpto completerequestsfor
supportandfollowedup with advocacyefforts,patientswereoftenunjustlyrefused.

�,� � ���� ����� ���"��, ��� "��� 	�� �����	��� ��� 	�� ����	���, �� ��� "��� ��� 	� ��"
	�� ����	  ���	���� ���� ����� �� �����, ���� 	� ������, �� ��	 ���� ��	� ��	���. <�� �����
��, ������� ����	 ��� ����� 	� 	��  ���	��� �� 	��� ��� ��	 ������� �� ��� ��" �� 	�� �	����,
$�	 	��� ����	 ��� 	��	 	��� �� $� �� 	���� ��	�� 	��	 	��� ��
� 	� ���	 ��� = �����. :�������
�	��� ����	 "��� 	��� ��� 	��� ��	���	� ����	 ��	 	�� ������	 	��� ����� $� ��		���.�

�#���, ���.

(�� ���	���� 5���� ����� ���
����6 ��� �	���	, $�	 �� ��� ����� �	 �� ���� � ���, ��� 	������
��
��� 	�� "�������, 	��	 ���������. �	 �� ��	 ������ 	��	 �� ��� ������� ����� 	������
$������ �� ��� 	������� ��� �����	 �$��	, 	��� �������� ����� ���	 	�� ����. ,	����	�
��,
�� 	��� ����	, 	��� �� $����� ����	�
� ��� ��" �	 	���� ���	�� ��������, ����	�, �� ��������	
���� �� ���"���, ��������	 ���� �� ������	��� �����. �� �� �����	, � ����	 	���" 	����� ����
��
� �� ��� 	��	 ��	���	 �� 	��	 �����.�

�.�����, ���.

EvaluatingRSWinvolvementusingpre-andpost-intervention
questionnaires
Thisfinal sectionpresentstheresultsof anexplorationof theimpactof RSWinvolvementon
self-reporteddistress,anxietyanddepressionlevels.Out of 161patientswhocompletedapre-
involvementquestionnaire,88(55.0%)returnedapost-involvementquestionnaire.Therewas
no significantdifferencebetweenrespondentsandnon-respondentson thebasisof their emo-
tional issuesanddemographicsasreportedin thepre-involvementsurvey(Table1).
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Threeseparate,exactMcNemarChi-Squaretestswererun to determinewhethertherewas
adifferencebetweenprevalenceof distress,anxietyanddepressionbeforeandafterRSW
involvement.Eventhoughprevalenceof emotionalproblemsremainedhigh (Table2), find-
ingsshowsignificantreductionsin theprevalenceof distress(p = .007)andanxiety(p = .008)
beforeandafterRSWinvolvement,but not in theprevalenceof depression(p = .252).

Discussion
Thismixed-methodsstudysetout to undertakeafirst-everexplorationof theUK RSWrole.It
found thatRSWsaddressawiderangeof patientissuesandsupportmanypatientswhoare

Table1. Comparison of characteristicsof post-interventionnon-respondentsandrespondents.

Characteristic Non-respondents(%) Respondents(%) Total (n = 161) Comparison of proportions

9��	���� ������

Distress 90.0 94.1 ��2 = 0.911;p = .340

Anxiety 87.1 84.1 ��2 = 0.292;p = .589

Depression 72.5 66.7 ��2 = 0.607;p = .436

��� ��2 = 0.952;p = .329

Male 32(41.0) 46(59.0) 78

Female 39(48.8) 41(51.2) 80

,�� .�	����� ��2 = 7.95;p = .093

18±40 19(52.8) 17(47.2) 36

41±50 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 = 0.717;p = .397

White 53(43.4) 69(56.6) 122

Other 19(51.4) 18(48.6) 37

(���	���	 %����	� ��2 = 9.545;p = .089

Pre-dialysis 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

Conservativecare 1 (100.0) 0 (0.0) 1

Carer 2 (25.0) 6 (75.0) 8

(��� �� )������ ��2 = 4.221;p = .377

<6 months 6 (30.0) 14(70.0) 20

6 monthsto 3 years 15(42.9) 20(57.1) 35

3 to 5 years 9 (52.9) 8 (47.1) 17

>5 years 7 (35.0) 13(65.0) 20

Not applicable 32(51.6) 30(48.4) 62

#�
��� ��	��	��� ��2 = 0.984;p = .321

Living alone 26(51.0) 25(49.0) 51

Living together 46(42.6) 62(57.4) 108

9�������	 ��	��	��� ��2 = 4.142;p = .247

Employed/ineducation 18(62.1) 11(37.9) 29

Unemployed 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://doi.org/10.1371/journal.pone.0275007.t001
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unableto accesscommunitysocialservices,agrowingproblemwhich isknown to alsoaffect
patientswith otherlong-termconditions[23]. RSWsrespondto patientissuesthrough
informing patients(andclinicalstaff)aboutavailablesocialcareservices;usingtheir renal
knowledgeto helppatientsaccesstheservicestheyareentitledto; finding creativesolutionsto
supportpatientsfor whompublicserviceswill not provide;offeringcontinuouscare;andhelp-
ing patientskeepanoverviewof thecomplexandfragmentedaspectsof their care.Indeed,the
valueof theRSWroleto patientsis in providingholisticcarewith afocuson advocacy,without
adheringto strict eligibility criteria.Thiswasfound to significantlyreducedistressandanxiety,
therebyconfirming findingsof arecentstudyon therelationshipbetweenrenalpsychosocial
staffinglevelsanddistress[24].

Thefocusof RSWison offeringpro-activeandpreventativesupport,yetthis is impededby
inappropriatestaffinglevels,in combinationwith highvolumesof oftencrisis-drivenreferrals.
In recentyears,thenumberof RSWhasreduced,whilstcounsellingandpsychologicalservices
haveincreased[14]. Thecurrentresultsdo not supportsuchanalterationin thecomposition
of psychosocialservices.Instead,theyprovideacompellingcasefor thecontinuingexistence
of RSW�������� anincreasein psychologicalsupport,especiallyatatime whenLA services
areincreasinglyreactive,fragmentedanddifficult to access.

Eventhoughindividual RSWroleswithin unitsmaybewell-established,asawhole,the
RSWprofessionandroleappearsto befluid andill-defined.This isgreatlyattributableto a
lackof standardisedprocessesof psychosocialcareacrossrenalunitsandunitsnot meeting
recommendedstaffinglevels.Insteadof forming aroutine,integratedpartof renalcare,RSW
assessmentandsupportisoftenofferedat thediscretionof medicalstaffor throughself-refer-
rals,leadingto inequalitiesin patientaccessto RSWservicesacrossthecountry.

Workforcerecommendationsfor UK RSWsaresimilar to thosein othercountriessuchas
theUS,CanadaandtheNetherlands.Practicestandardsin thesecountriesstipulateaproactive
wayof working,offeringall patientsapsychosocialassessmentathomeastheymovealongthe
patientpathway.Offeringsuchanassessmentwouldbring practicein line with NationalInsti-
tute for HealthandCareExcellence'squalitystandards,stipulatingthatall patientsshould
receiveapsychosocialevaluationbeforestartingrenalreplacementtherapy[3]. In addition,it
wouldallowRSWsto work in thepreventativewayenvisagedin theCareAct andsupport
patientsbeforeproblemsescalateandaffectqualityof life anddiseaseself-management.The
exactbenefits,andparticularlycost-effectiveness,of offeringeverypatientapsychosocial
assessmentbeforestartingrenalreplacementtherapyremainunclearandrequirefurther
investigation.

RSWsappearto bestuckin aviciouscircle:Evidenceon theimpactof their role is lacking;
funding for their role is reducingwhilepatientnumbersareincreasing;dueto increasingpres-
surestheybecomemoreinvisible,leadingto further ambiguityandquestionsabouttheneces-
sityof therolewithin their team.RSWsneedto begivendedicatedtime for researchand
servicedevelopment,asotherstaffoftenalreadyhave.Sucheffortscouldfocuson developing
andevaluatinginterventionsthat targetrenaloutcomes(suchasincreaseddiet,medication
andtreatmentadherence),to createabusinesscasethatmakesclearthevalueof theRSWrole

Table2. Prevalenceof emotional issuesbeforeandafter RSWinvolvement.

Prevalencemeasure BeforeRSWinvolvement n (%) After RSWinvolvementn (%) Overall percentagechange P-value

Distress(n = 80) 75(93.8) 64(80.0) -14.7% < .01

Anxiety(n = 83) 70(84.3) 57(68.7) -18.6% < .01

Depression(n = 83) 56(67.5) 52(62.7) -7.1% .252

https://doi.org/10.1371/journal.pone.0275007.t002
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to thebottomline of therenalunit, aswellasto thepatient.On aunit-level,changesneedto
bemadeto ensureeffectivepartnershipworking betweenRSWsandtherestof therenalteam.
Unit managersshouldleadthedevelopmentof arrangementsthat fosterrelationshipsand
greaterunderstandingof rolesandreferralprocesses,aswellasprovidingRSWswith accessto
adequatereportingsystems,supervision,andtraining.Oneareaof training thatcouldbe
exploredis thepossibilityof upskillingRSWswith acounsellingqualificationfrom anaccred-
itedUniversity.FewRSWsalreadyhold suchaqualification.Accordingto newguidelinesin
cancercare,socialworkerswith acounsellingqualificationcouldperformpsychological
screeningandcertainpsychologicalinterventions,in addition to their socialwork interven-
tions,undersupervisionof psychologists[25]. A similarconstructionin renalcarecouldallow
RSWsto becomealogicalfirst point of contactfor all renalpsychosocialsupport.

Strengthsand limitations
Fundingrequirementsfor thisstudyleft their markon thestudydesign.A focuson theadult
RSWrolewasstipulatedin theprojectplan,in addition to anemphasison RSWcapacity-
building with regardsto serviceevaluation.For this reason,RSWwereactivelyinvolvedin the
datacollectionandrecruitmentprocess.FormanyRSWs,thiswastheir first experiencewith
researchandtheir participationwasastrengthof thestudy.Thesuccessisvisible,with oneof
theRSWsnowstartingtheir ownPhDandsomeRSWsplanningto taketheDistressTher-
mometerandtheactivitydiariesforwardin their practice.Theinvolvementof RSWsin the
datacollectionprocessalsobroughtwith it somechallenges,whichhighlight theneedfor
increasedsocialwork staffinglevelsanddedicatedtime in theRSWroledescriptionfor
researchandtraining to enableRSWsto further developtheir serviceevaluationskills.Firstly,
dueto time restrictionsandtheunpredictablenatureof thejob,RSWsfelt that theydid not
alwayshavethetime to introducethestudyto patients,providethemwith aninformation
sheetandcompletethepre-interventionquestionnaire.In addition,sometimes,RSWsfelt that
it wasinappropriateto askapatientto participateif theywerehighlydistressedor weredealing
with sensitiveconcerns,suchassafeguardingissues.Thishighlightsanissuewith RSWsas
`gatekeepers'to theresearchandcouldmeanthatdueto apotentialselectionbiasthesampleis
not entirelyrepresentativeof theRSWpopulation,with peopledealingwith moreacuteand
complexissuesnot recruited.It is important to considerhowthischallengemight affectfuture
attemptsatserviceevaluationsaspartof RSWpractice.Perhapsit canbeexploredwhether
standardpracticecaninvolveaformal intake,which includesthecompletionof anassess-
ment/outcometool beforeanyservicesareoffered,asisoftenthecasein psychologyservices.
A further limitation wasthat thiswasaprospectiveserviceevaluation,not acontrolledstudy
of RSWinterventionversusstandardcare.Whilst theinnovativeuseof theDistressThermom-
eterto re-evaluatedistressovertime wasastrengthof thestudy,it cannotbesaidwith cer-
tainty that theobservedimprovementsin distressandanxietyweredirectlyattributedto the
RSWintervention.

Conclusion
RSWsplayanimportant role in reducingdistressandsupportingpsychosocialwellbeingof
CKD patients.With their knowledgeof both theillnessandthesocialcaresystem,RSWsmay
beessentialto achievetheintegrationof healthandsocialcarefor kidneypatientsthat isso
oftenrecommendedin policydocuments.However,therole is fluid andill-defined,andthe
importanceof havingRSWsupportatsetpointsalongtherenalpathwayis recognisedin only
alimited numberof renalunits.Now morethanever,theRSWsarerequiredto demonstrate
their uniqueworth.Clearstandardsof practiceandaformalisationof theRSWroleand
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involvementalongtherenalpathwayareneededto guiderenalunits in their future funding
allocations.
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