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Keyfindings
●PeoplewithLTNCsdescribedthreegroupsofoutcomes:personalcomfortoutcomes,social
 andeconomicparticipationoutcomesandautonomyoutcomes.

●Teamsworkinginaninterdisciplinarywaywerebetterabletousetheoutcomesintheir
 everydaypractice.

●Organisationandservice-basedpressuresaffectedwhetherandhowteamsusedthe
 outcomeschecklist.

●Developingandmaintainingprofessionalrelationshipsareessentialforsuccessfulintegration
 butwhenorganisationsandservicesarerestructuredtheserelationshipscanbecomefragmented.

●PeoplewithLTNCsreportedthattheoutcomeschecklistcoveredtheissuesimportanttothem.

Outcomesassessmentforpeoplewithlong-termneurological
conditions:aqualitativeapproachtodevelopingandtestinga
checklistinintegratedcare

FionaAspinal,SylviaBernard,GemmaSpiers,
GillianParker

Peoplewithlong-termneurologicalconditions(LTNCs)
arguethatreceivingintegratedservicesimprovestheir
qualityoflife.Ourstudyexploredcurrentapproaches
toserviceintegrationandtheoutcomesthatpeople
withLTNCswanttoachieve.Weidentifiedthreegroups
ofoutcomes.Wedevelopedtheseoutcomesintoa
checklistforstafftouseduringtheirassessmentofa
client’sneeds.Wemonitoredhowfivecommunity-based
neuro-rehabilitationteamsusedthechecklisttoseeifit
changedthewaytheyworked.
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Background
Despitepolicystressingtheimportanceofintegration,thereislittleclarityaboutwhatintegrationmeansandwhatitshouldachieve.Thismakes
itdifficulttomeasuretheeffectsofintegrationforserviceusers.Asaresult,thereislimitedevidenceabouttheeffectivenessofintegrationfor
serviceusersandtheirfamiliesorcarers.Thisresearchstartstofillthegapinevidencebyexploringhowtheoutcomesthatareimportantto
serviceuserscanbeincludedinassessmentprocessesincommunityneurologyservices.

Findings

Whathelpsorimpedesthedevelopmentofinnovativeapproachestohealthandsocialcareintegration?
Commissioners,managersandpractitionerswerepositiveaboutintegratedserviceprovisionandsawitasapriority.However,inallourcase
sites,eventhosewithintegratedservicesandcommissioningarrangements,stafffeltthatintegrationwasnotwidespreadenough.They
identifiedseveralfactorsthataffectedintegrationincludingdifferentfinanceandITsystems.Practitionersofteninstigatedandmaintained
integrationattheservicelevel,butthisneededtobesupportedbyrobustorganisationalprocessesthatencouragedbottom-upinnovation
andintegration.

Developingandmaintainingprofessionalrelationshipswasessentialformakingintegrationworkbutthiswasdifficultinatimeofmajor
restructuringofhealthandsocialcareorganisations.Atthistime,practitioners,servicemanagersandcommissionersfounditparticularly
difficulttodevelopnewwaystoincreaseintegration.

Whatoutcomesdopeoplewithlong-termconditionswantfromintegratedhealthandsocialcare?
PeoplewithLTNCsdescribedawiderangeofissuesthatwereimportanttothem.Theserangedfromthosespecificallyrelatedtotheir
condition,towidersocialoutcomesconcernedwitheverydayaspectsoftheirlife.

Weidentified20outcomesthatweputintothreegroups:‘personalcomfort’,‘economicandsocialparticipation’and‘autonomy’.Wethen
workedwiththeteamstodeveloptheseoutcomesintoachecklistthattheycoulduseintheirusualassessmentprocess.

Outcomegroupsandoutcomesincludedonthechecklist

 Personalcomfortoutcomegroup  Socialandeconomic
   participationoutcomegroup

 •Personalhygiene&care  •Accessto:
 •Safety/security   •paidemploymentasdesired
 •Desiredlevelofhouseholdcleanliness&maintenance   •trainingornewskills
 •Emotionalwell-being   •further/highereducation
 •Physicalhealth&functioning  •Establishingandmaintainingsocialand
 •Cognitiveskills   recreationalactivities
   •Developingand/ormaintaining:
 Autonomyoutcomegroup   •intimatepersonalrelationshipsandroles
    •familyrelationshipsandroles
 •Accesstoallareasofthehome   •socialrelationshipsandroles
 •Accesstolocalityandwiderenvironment  •Accesstoadvocacy&peersupport
 •Beingabletocommunicate  •Contributingtowidercommunity/ies
 •Financialsecurity
 •Personaldecision-making

Cantheseoutcomesbeassessedineverydayservicedelivery?
Thisresearchshowedthatcommunity-basedneuro-rehabilitationteamscouldassesstheseoutcomesaspartofeverydaypractice.Allthe
teamswereenthusiasticaboutthefactthattheoutcomeshadcomedirectlyfromserviceusers’views.

Someteamsalreadyincludedsomeofouroutcomesintheirassessments.However,usingthechecklistencouragedthemtodiscuss
outcomesinmoredetailwiththeirclients.Someofouroutcomesaddedvaluetoexistingassessmentpractices.Inparticular,someteams
feltthatpersonaldecision-making,accesstoadvocacyandsupport,anddevelopingand/ormaintainingintimatepersonalrelationshipsand
rolesextendedtheircurrentassessmentpractice.



Someoutcomesproveddifficultforsometeamstobroachinclientassessments,particularlyfinancialsecurity,emotionalwellbeing
anddevelopingand/ormaintainingintimatepersonalrelationshipsandroles.Thiswaspartlyaccountedforbystafffeelingthatthese
outcomesweretoosensitivetoraiseorwerenotwithintheirprofessionalremit.Thoseteamswhohadawide-remitwerebetterable
tointerpretandassesstheoutcomesintheireverydaypractice.Lackofservicestosupportclientsalsomadestaffreluctanttoraise
someoftheoutcomes.Staffingandcaseloadpressures,changestoservicestructuresandremit,andcompetingdemandsofother
compulsorypaperworkaddedtothechallengesofusingtheoutcomesintheirwork.

Serviceusersfelttheoutcomeschecklistcouldbeausefulwayofassessingtheircareneedsbecauseitcoveredthethingsthatwere
importanttothem.However,theynotedthatchangesintheirconditionorcircumstancescouldaffecttheimportancetheyplaced
onindividualoutcomesovertime.Someserviceusersexpressedhesitancyintalkingaboutsomeoftheissues,suchasintimate
relationshipsandfinances.Thiswasprimarilybecausetheseissueswereseenasbeingoutsidetheremitorexpertiseoftheteam.
Despitethis,serviceusersthoughtitwasusefulforteamstoaskaboutalloftheoutcomestomakesurethateveryone’skeyissues
werecoveredandtoreflectthatachievingoneoutcomecouldbedependentonachievinganother.

Inter-relationshipsbetweenoutcomes:acaseexample
Amanwithmultiplesclerosisexplainedthathehadlosthisabilitytowalksohecouldnolongergettohislocalshops.Thismeantthat
hehadtorelyonotherstoshopforhimandwasnotalwaysabletochoosewhathewantedtobuy.Thisupsethimandaffectedhis
confidence.Hewasparticularlyupsetthathewasnolongerabletochoose,andsurprise,hiswifewithcardsandgifts.

Theneuro-rehabilitationteamofferedseveralsolutionsforhimtoconsidertoassistwithgettingoutandabout.Aftersometime,andwith
theteam’sguidance,heboughtamobilityscooter.Usingthemobilityscooter,hewasabletogetoutofthehouseindependentlyandgoto
theshopsasandwhenhewanted.Hewasthenabletochooseandbuypresentsforhiswife,whichmadehimfeelthathewasregaining
hisroleasahusband.This,inturn,improvedhisemotionalwellbeingandhelpedhimstarttocometotermswithhismobilitylimitations.

 Thediagramillustratesthedifferentoutcomesthataffecteachotherinthisexample.




Howcandifferentmodelsofintegratedhealthandsocialcareaffectoutcomes?
Therearethreewaysthatintegratedcarecanaffectoutcomes:thewayoutcomesareinterpreted,howoutcomesareassessedand,
ultimately,howoutcomesareachieved.

Thewaythatteamsinterpretedandassessedoutcomesreflectedtheirprioritiesandtheirapproachtopractice.Neuro-rehabilitationteams
thatfocusedonfunctioningandmedicationissuesinterpretedandassessedtheoutcomesinmorelimitedways.Inteamswithamore
inter-disciplinaryandholisticapproach,professionalboundariesweremoreblurredandpractitionerswerewillingtoexploreoutcomes
outsidetheirimmediateexpertise.Thisgavethemmorescopetointerpret,assess,andpotentiallyachievetheoutcomesbecausethey
workedtogetherandsharedexpertise.
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Implicationsforpolicy&practice
Ourresearchsuggeststhatmaintainingprofessionalrelationshipsiscentraltointegratedworkingandserviceprovisionandthat
practitioners’abilitytoworkinanintegratedwaywasinhibitedbyservicereorganisations.Thisservicedisruption,meantitcouldbe
difficulttoassessandaddresstherangeofoutcomesimportanttopeoplewithLTNCs.

WealsofoundthatmanyoftheoutcomesthatwereidentifiedasimportantbypeoplewithaLTNCwerenotaddressedinvalidated
’outcomemeasures’beingusedbytheteams.Thishasimplicationsforserviceusers’experiencesofthetypeandqualityofcare
deliveredandforidentifyingprioritiesbythosecommissioningcare.

Methods
ThisresearchwasfundedbytheNationalInstituteforHealthResearchHealthServicesandDeliveryResearchprogramme(project
number09/1816/1004)andwasconductedbySPRUbetween2010and2013.

In-depthcasestudieswereconductedinfourEnglishPCTareaswhichhadatleastonecommunity-based,neuro-rehabilitationteam.
Theresearchwasundertakeninthreestages:

Stage1 Understandingtheservicecontextandidentifyingoutcomes
Weinterviewedpractitioners(n=28)andotherhealthandsocialcarestaff(n=15)aboutlocalservicesandorganisationalstructure.
Thirty-fivepeoplewithaLTNCwereinterviewedabouttherangeofoutcomesthatwereimportanttothem.Carersofpeoplewith
LTNCs(n=13)wereinterviewedabouttheirroleinintegratedserviceprovision.

Stage2 Developingandimplementinganoutcomechecklistforuseinpractice
DatafromserviceuserinterviewsinStage1wereanalysedtoidentifytherangeofoutcomesimportanttopeoplewithaLTNC.With
theteams,wedevelopedachecklistofoutcomesthattheycoulduseinpractice.Teamsimplementedtheoutcomeschecklistaspart
oftheirusualassessmentprocessesandweauditeditsuse(n=24).

Stage3 Evaluatingtheuseofthechecklist
Weconductedteamfocusgroupsorindividualinterviewswithpractitionerstoestablishtheirviewsonthechecklistanditsutility
inpractice(n=21).Weundertookinterviewswithserviceuserstoexploretheirexperiencesofthechecklistbeingusedintheir
assessment(n=12).


