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1. Introduction

Thisreport, commissionedoy NHSEngland summarisegecent researchinto the experienceof care for children
andyoungpeople(CYPincludingt 9 bo@rsurveysclarifieskeythemesarisingfrom a seriesof eventsfocussing
onimprovingthe experiencefor CYPandshowcasesomeof the goodwork that is happeningn this field.

Progress Theoutcomesfrom the 2015PENsurveyindicatethat participantsbelievethat progresshasbeenmade
sincethe last surveyeighteenmonths ago, with more respondentsreporting positive focusto improve patient
experiencdrom childrenandyoungpeople

Keyfindings Thefindingsgenerallysupportand build upon the findingsfrom the previousreport. Thefollowing
areaswere againhighlighted(listedin order of importance) involvechildrenand youngpeoplein developingand
providing care improve transition to adult services provide more timely accessto services/ improve waiting
times, provide a more child appropriateenvironment co-ordination ¢ workingtogether acrosswards,community
& acute services,educationetc.; restructure service/ processto focuson children and young people provide
informationin arelevantway, take actionon feedback

Transition Oneinterestingissueto note washow transitionhadrisenup the list of priorities ¢ now sitting firmly in
secondplace Transitionwashighlightedin the lastreport and hasbeenthe subjectof pieceof work headedby Dr
JacquelineCornish,National ClinicalDirector for Children,YoungPeopleand Transition,details of which can be
found on the NHSEnglandwvebsite Transitionis clearlybecomingmore of a focusand hopefullywill resultin more
examplesof goodpracticefrom whichto developa strongtransitionprocess

In Patient Survey A key pieceof researchpublishedin the pastyearis the Childrenand YoungPeoplesinpatient

and Day CaseSurvey2014 Thesurveywas conductedby Pickeron behalfof the CareQuality Commissio(CQC)
and encompassethe experienceof nearly 19,000 childrenand youngpeoplewho receivedinpatient or day case
carein 137 NHSAcute Trustspredominantlyduring August2014. It is interestingto note that, althoughthe CQC
surveywasconductedwithin a specificsector,its findingsbroadlyreflectedthoseof the previousPENeport.

Findingsof good care The CQCsurvey found that, as with their previous W{ { d¢f i § N&rt in 20134,
OK A f Rexwdse&megenerallyof a highquality, this alsoreflectedthe findingsof the first PENsurveyandreport
and is very reassuring The CQCsurvey shows that, overall, children and their parents or carers had good
experiencef care, as 87% of children (8-15 year olds) and 88% of parentsor carersscoredO K A f RWIRIY Q
experienceassevenor aboveout of 10.

Commenting on the results, Dr Andrew
\ . . L . . _91%o0f 8-15yearpldssaidthat whenthey had an
a0/ dzf t 20K GKS tAO{1SNI LyauaAddziSQa / KAST

. operation or procedurestaff toId them what to
expect,and 89% of 8-15 year olds saidthat they
felt safe on the ward all the time. Furthermore
82% of 8-15 year olds said that hospital staff
talked to them about how they were going to
carefor themin awaythat they couldunderstand
and 80% of 8-15 year olds said that when they
experiencedpain, staff did everythingthey could

to helpcontrolit.

Executive, said:

“Evewoneusing NHS hospitals deserves to be treated
with care, understanding, and attention to their personal
circumstancesg and so it is encouraging that most young
people and parents report positive experiences of care. To

the credit of NHS staff, it is clear from the findings that
young people in hospital are almost always treated with
respect and compassiog,
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1. Introduction(continued)

Findingsof poor care The CQCsurvey highlighted a
number of areaswhere quality couldbe improved These
include commentson the poor quality of food and the
lackof time givento playingwith childrenon the wards It
alsofound that parentsand carershad issueswith poor
staff awarenesf a O K A rhei€abistory (4199; lack of
involvementin decisionsabout careandtreatment (35%0);
and staff availability when children needed attention
(32%9. Concernswere also raised about the quality of
children€dischargefrom hospital these centred around
information on who to talk to if they were worried about
anything when they got home and a lack of written
information to take home about their O K A dorilifioé or
treatment.

TheCQGurveyfoundthat hospitalswere not consistently
involving older children in making decisionsabout their

own care(43%of 12-15 yearolds),particularlythosewith

longerterm conditionspreparingfor transition into adult

inpatient services A lack of information on options after

dischargevasalsohighlighted

66 The poorer experiences highlighted by
thosewith complex and mental health needs cared for
in general inpatient settings requires our urgent

attention®  &ldb Gital we continue to seek out and
hear the stories from children and young people who
are often unheard. Children, young people and families
from black and minority ethnic communities and those
with complex and learning disabilities deserve ongoing
attention by local communities. We look forward to
seeing improved resulte®

Kath Evans Head of Patient Experiencg
¢ Maternity, Newborn, Childreand
Young People, NHS England

Children with a physical and/or learning disability or

mental health condition: The CQCsurveyfound that
reports of patient experiencewere consistentlypoorer
for children with physicalor learning disabilities or a
mental health condition acrossall the surveyquestions
analysedThesechildrenwere more likelyto be negative
about the information provided by staff and the quality
of their communications with staff. This included
guestionsabout whether staff talked with them when
they were worried and whether staff alwayslistenedto

them.

Patient Experiencbletwork
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o6 There is cause for concern in the poorer
ratingsafforded to three areas of care: communication,
involvement, andcare @ NRAY I GA2Yy ® ¢ 2
shows that more than one in five young people and
parents do not feel that staff always listen to them
and this is compounded by the fact that healthcare
professionals often appeared unaware of the child or
@2dzy3 LISNE2YQa YSRAOIf K
suggests that much more must be done to involve
young people and parents. Patients and families have a
right to be involved in decisions about care, but too
often, young people and their families are not given
this opportunity. This has to improve if the NHS is to
call itself a truly persowentredservice®9

Dr Andrew McCulloch

Appropriate equipment and adaptations that their
childneeded awarenes®f medicalhistoryandhow to
care for their O K A indiddal or special needs all
scoredlesswell for childrenwith physicalor learning
disabilities or mental health conditions than for
childrenwithout. TheCQGurveyalsofoundthat there
were variations in the quality of care for children
acrosghe countrywith not all Trustsperformingwell.

What is working well: In the full report there are
numerousexamplesincludedof good practice Some
are derived from the PENsurvey, some from desk
researchandseveraffrom the PENawardsandthe CYP
regional events Pleasesee the full report for the
details of these practicalexamplesof what is working

well.

What is evident is that there are many truly
remarkable examples together with a desire and
relentless drive to improve Some individuals and
organisatiorhavefound waysto overcomethe various
barriers,and put in placeinitiatives and projects that
make a difference to the experiencefor CYP their
familiesandfor the staffinvolved



2. Conclusions

Developingand UsingBestPractice

A There are numerous examplesof excellent
best practice More can still be done to
highlight and celebratethese It is pleasing
to note that there are increasingexamples
of good practice across the board
(Leicestershire Partnership, Northumbria
HealthcareNHSFT)not just in the tertiary
centres

A CYPpractitioners face all of the issuesthat
A Many organisationsare doing somethingto those dealing with adults face, with the
additional issues related to age,
understandingand parental considerations
Gettingit right is not easy,but the issuesare
not insurmountableas demonstratedby the
examplesn thisreportandthe CQGurvey

improve experiencefor children and young
people The PENsurveyshowsthat there is
more action being taken, and this is great
news There remains too much focus on
‘talk’ and limited action learning from
existingareasof best practicein improving Parent/Carer and  Child/Young  Person
experiences W/ 2y Ft AO0UQ

A In dealing with children and young people

A Across healthcare there are many clinical the NHShavetwo differing, and sometimes

specialisms and settings resulting in conflicting, sets of WO dza (i 2 theSphitier®
considerabletunnel vision i.e. only looking (child or young person)and the parents or
at best practicefrom within similar settings carers Thisis not a unique situation ¢ what
or specialisms Much work on improving canbe learnedfrom both within the NHSand
patient experienceis transferrable and/or from elsewhere?

adaptable A Muchof the current surveyanddevelopment

work remainscentred on the viewsof adults
and not the actualpatients (the childrenand
youngpeople) Thereis clearevidencethat a)
OK A f R NaBwsQ Xiffer from  their
A There is a wealth of evidence to parents/carersand b) children and young
showthat implementing people have much to contribute to
developingbestpractice

A Thereis not enoughtime or moneyspenton
collectively developing existing (and new)
practicalbestpractice

A A key exampleof adultcentred initiatives is

complaints procedures Work still needsto

be doneto build upon the work done by the

NHS Youth Forum to understand what

supportisrequiredfor Truststo embedthese
principles and then measure achievement
againstthem.

Practiceseleases
valuable timeand
resources

S
g —. =
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2. Conclusiongontinued)

A Parental and adult considerationsare often  Outcomesand KeyFindingsfrom CQCSurvey
given more weight than the views of the
children and young people ¢ Wg Kshouts
f 2dzRSa il Q

A Communication, involvement, and care co-
ordinationare keyareasfor concern

A Youngpeopleand parentsdo not feel that staff
alwayslisten to them ¢ compoundedby the
fact that healthcare professionals often
appeared unaware of the child or young
LIS NArgedicbistory.

A Away from the specialist hospitals the
emphasisis inevitably on adult provision and
patient experienceimprovement even though
childrenmakeup a goodproportion of patients

A Scarcdime andresourcesare regularlyusedas

_ A Much more must be done to involve young
areasonfor lackof action

people and parents Patientsand familieshave
Transition a right to be involvedin decisionsabout care,
but too often, young people and their families

A Transitionis a key area where the systemstill _ ! _
are not giventhis opportunity

hasroom for improvement

A Childrenwith physicaland learning disabilities
or a mental condition have a lower perception
of patientexperienceacrossthe board

A Work hasbeendoneto raise awarenesof the
need to improve transition into adult services
and this now needs to be built upon and
adoptedacrossthe board A All trusts must do more to ensurethat children

Neonatat with physicaldisabilities(not includingsensory

impairment), a mental health condition or

those with a learning disability are receiving
carethat meetstheir specificneeds

A We still needto identify more examplesof best
practicein neo-natalcare

A Thereare few examplesof what is workingwell

A Foodand lack of play provisionwere identified
in thisarea

asareasfor improvement

VulnerableChildren& YoungPeople A Trustsmust review how they support patients

A There is more work to be done to improve and their parents and carersduring and after
servicesfor vulnerable CYPthey are generally discharge
less satisfied and perceive a lower patient

A Trustsmust review their results from the CQC
experience

Inpatient and Day CaseSurveyto ensurethat,
where it falls below the standardrequired, the
quality of their servicesmproves

Play, play, play!

6payia AYRSSR ((KS odzaiySaa 2F OKAfRK22RS Al Q:
the complex world around them. There is evidence that children and young people want us to become
more playful in our interactions with them, the National Association of Health Play Specialists
(@nahpsofficia) have brought together the evidence relating to play and its importéuetgs us to

keep building our case for play within the health care environmgent

- Patient Experiencdletwork
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3. Next Steps

Inthe initial report we were firmly of the opinionthere

more visible leadership ‘Childrerand young people are ready and able to

give feedback to help hospitals measure and
understand the quality of care they provide. The
challenge for the NHS is to ensure that it
continues to gather this feedback and use it to
improve servicege

Dr McCulloch

was a requirement for
commitment and engagementto improve both the
patient and the staff experience There was also a
need to equip organisationsto be much better at
measuring and reporting their success,evidencing
more effectively the impact of their activities In
addition to these more general issues,in CYPwe
suggestedhat the next stepsshouldbe:

1. Involve and listen to children and young people (of 9. Ensure that policy makers and budget holders
all ages) more using a broad range of-agecific understand that spreading and implementing
tools¢ and act upon their inputs existing best practice will make best use of and

. _ releasevaluableresourcesby providingthem with
2. Celebrate the fantastic work that is already

happeningg and create a positive appreciative
enquiry approach to good practice, building on and A
learning from what works well

concreteexamples

A key message coming through is that what
organisationsreally want is help in developingand
implementing best practice The key action from

. Build on the work by the NHS Youth

. Look closely at transition and invest i

. Similarly there is a gap for newtal

. Make it much, much easier to identify and access

examples of best practice in patient experience for
children and young people at the point of the need

. Be open to explore best practice from areas other

than CYP, adapt and share it

Forum to developffective complaints
proceduredor children and young
peoplethat reflect their unique needs

developingand sharing googractice
for example Ready Steady Gello

that also needs attention

. Considethe possibilities of working with private

sector organisations to deliver best practice
improvements in the NHS

\\ Patient Experienctletwork
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the initial report was identifying the great practice
already out there and making people aware of it,
bringingpeopletogether and workingwith them to
makethe processeasierhasto be a priority.

A 1t is clearthat progresshasbeen madein
the past eighteen months with good
practiceemergingfrom a wider variety of
organisationsand more emphasisbeing
placed on developing better ways of
engagingchildren and young people in
improving services aimed specifically at
them. The CQCreport has highlighted a
number of issuesa key concernbeingthe
discrepanciesfacing those children and
young people with physical / learning
disabilitiesand mentalhealthproblems

A The desire for improvement and the practical

examplesare out there, we havemadea good start
and we still have a real opportunity to makea real
difference



3. Next Stepscontinued)

How CanThisBeAchieved?

A Buildingon someof the ideassuggestedabove,
there are numerouscasestudiesin existence,
some of which are highlighted in this report.
Theseshouldbe W& ¢ S laid$Rd@to work
harder! Use them to develop masterclasses,
provide on-line resources,printed and other
materials which can be made availableacross
the NHS

A Individual support can be provided across a
range of options including accessinghetworks
and discussiorforums, easyaccesdo a library
of case studies, involvement in a facilitated
Community of Practice web based training,
videosandarchivematerials

A Physical resources ¢ PEN have already
produced two volumes of case studies of
practical best practice and a third
preparation Make these volumes, and other
suchresourcesavailableacrosshe NHS

is in

A BestPracticeMaster-classes utilising existing
case studies develop further masterclasses
similar to those run as part of the Celebrating
the Bestof Childrenand YoungPeopleseriesof
events at Alder Hey and latterly acrossthree
regions

A Provide training and staff development
opportunitiesbasedon bestpracticein practice

A Involve,Listenand Act ¢ Thereare a number of
initiativesand casestudiesalreadyin existence

. whichcanhelpin this area 15 StepsChallenge
W  SBadWe5 A RWidely usedand actsasa
simple way of informing patients that their
contributionshavebeenheardand actedupon.
The CYPMeFirst Programmeworks to build
effective communication between children,
youngpeopleand healthcareprofessionalsand
haspotential for nationaladoption

A Supportorganisationgo identify the pocketsof
best practice already in existencewithin their
own organisations,and there will always be
some somewhere! This can be done in many
ways, however, one way could be by
encouragingentry into internal and external
awards programmes This has the added
benefit of allowing teams to celebrate and
sharetheir bestpractice,gainingrecognitionfor
their great work, and involvement in the
process has been shown to have beneficial
outcomes for patients, staff and future
developmentof bestpractice

A ldentify and partner with other organisations
with expertisewhich can be usedto enhance
both organisationalperformanceand improve
patient experience for children and young
people

A Build on work already started ¢ transition,
complaints procedures, case studies, staff
initiatives, awards schemes etc. ¢ placing
childrenandyoungpeoplefirmly
at the centre.

Critical to success is creating a misdt of positivityand
self-belief. Peoplecan make a difference often it is the
small things thatwill make the biggest difference.

|\ Patient Experiencdletwork
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Information and

Feeling Prepared
- - ‘ L

o« Botver Experiences leadto Detter outmmes for Children, ‘/oury Rople
Q Families

PEN is a not for profit organisation whose ambition is to recognise, celel

. and share what is working well in the experience of care. PEN has writty

series of reports to highlight the great work in the maternity experience

O NB>X OKAfRNBYyQa |yR &2dzy3 LIS2 LI
with children who are long term ventilated, amongst others.
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