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An international charity dedicated to ensuring the
highest quality health and social care for all

Our work Is underpinned by a commitment to the Picker Institute principles
of person centred care and our core aims are to:

o Influence policy and practice so that
health and social care systems are always
centred around people’s needs and
preferences;

o0 Inspire the delivery of the highest quality
care, developing tools and services which
enable all experiences to be better
understood; and

o Empower those working in health and | | #
social care to improve experiences by 2 |

a *

effectively measuring and acting upon / ).
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people’s feedback.
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Patient Experience

Was there anything that could have been better?

“...what
actually
nappens to
natients as
people In the
nrocess of
receiving care
& treatment “




Patient Experience

Patient Experience Defined:

The surn of all | ntera Ctl OINS, shaped by an

organization's CU |tU (€, thatinfluence
patient PErCEPTIONS

across the CONTINUUM of care.

- The Beryl Institute



Fast access to reliable
health advice

Clear, comprehensible
information and
support for self-care
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Effective treatment delivered
by trusted professionals

Involvement of,

and support for,
family and carers

Continuity of care and
smooth transitions

Involvement in
decisions and respect
for preferences

O

Emotional support,
empathy and respect

Attention to physical
and environmental needs



Measuring Patient Experience —
Why?

Because “to measure Is to know” and “if you
cannot measure It, you cannot improve Iit”

Core to an organisation’s reputation &
productivity

A risk management issue

A key indicator of quality and safety

An opportunity!



Survey co -
design with
children and
young people
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Survey Design Process

/
* Focus groups

and/or depth
interviews to
scope main

issues/views

~

-
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* Priority areas
identified in
gualitative
stage

* Format, length
and design
appropriate to
target
audience

e

» Test for
interpretation,
recall,
responses
options,
format

« Amend and
retest

-

» Select
appropriate
methodology
for population

» Test data
collection
approach
(pilot)

* Implement
surveys/ data
gather




Four Principles of PREM development

Patient involvement throughout

Patient centred care requires patient centred questions

Experience based guestions not satisfaction

Thoroughly test with the target group

o Question wording, response options, design, survey length,
recall, overall understanding

Choose most appropriate method of data collection

One size doesn’t fit all!
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Children and Young People Surveys

Few paediatric surveys existed — parent surveys typically used as proxies

Children & Young People want to give their views/be involved in healthcare

Unique perspective

Focus on areas important to children
Hospital environment

Entertainment
People (and their characteristics)

Parents views also important
Parking
Time-specific information

Directions
Appointment booking

Use of illustrations and colour
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Different experiences, different
priorities



Examples of our feedback tools -
children and young people

Acute hospital care Children’s EET Paediatric outpatient

Inpatient & day case survey
(now national CQC)

Outpatients (DH Innovation in
outcomes competition winner)

Emergency Department
Neonatal (parents’ experiences)
Transition to adult services
Friends and Family Test form
Children’s community — SalT,;
OT; physio
Chronic conditions
Allergies
Sickle cell disease
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National Children’s
Inpatient & Day
Case Survey
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National CYP Survey — Methods
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The Questionnaires X 3

Parent (0-7) Children (8-11) Young People (12-15)




National Children’s Inpatient & Day
Case Survey 2014 - Background
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National CYP Survey —
Key Results

Feeling Safe
89% of 8-15 year olds said that they felt safe on the ward all the time.

91% of parents (0-7 years) felt their child was safe on the ward all the time

42% of children 8 — 11 years old said staff did not play or do any activities with them
while in hospital.

27% of parents of children 0 — 7 years old stated that staff did not play with their child
and they would have liked this.

Involvement

Only just over half (57%) of young people 12 — 15 years old were fully involved in
decisions about their care and treatment.

35% of parents were not definitely encouraged to be involved in decisions about their
child’s care and treatment.



National CYP Survey —
Key Results

Communication



National CYP Survey —
Key Results

12% of children were not told who to talk to or what to do if they were worried about
anything when they got home

20% of parents were not given any written information to take home about their
child’s condition or treatment, but would have liked some.

Other

41% of parents felt that different staff caring for their child were not always aware of
child’s medical history

32% of parents felt that staff were not always available when their child needed
attention



National CYP Survey — Key Results

Children with a physical and/or learning disability or
mental health condition



National CYP Survey — Key Results

Children with a physical and/or learning disability or
mental health condition



National CYP Survey — Key Results

Children with a physical and/or learning disability or
mental health condition

Quality of conversations between children and hospital staff
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http://www.cqc.org.uk/sites/default/files/20150619 cypsurvey_results cypversion.pdf



Pictures (8-11 years)



Making a difference
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Influencing - success stories (2)

o Partnership working with Sheffield Children’s Hospital
o Ongoing measurement, improvement and monitoring success

o building services around people’s experiences - eg. capital
building programme informed by the survey findings. sheffield Children’s [\'/z &3

. . . . . NHS Foundation Trust
o Info gained re sign-posting, parking , disabled access |,

privacy & dignity needs, parent accommodation have
informed their design.

o Publicly available action plan on website

o National CYP Inpatients Survey: developed by the Picker
Institute; incorporated into CQC national survey programme
from 2014

o0 CYP Outpatients survey: developed in conjunction with
Sheffield Children’s Hospital and winner of Department of
Health’s Innovation in Outcomes award in 2011

o Development of CYP FFT question with Barts Health —
incorporated into NHSE guidance as recommended question
for use with CYP
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Influencing - success stories

End of Life Guide created by the Motor Neurone Disease Association
o Formed around evidence from two Picker Institute Europe research
studies
* Qualitative study exploring end of life choices
« Quantitative tracker survey — largest of its kind
o Awarded Patient Resource of the Year at this year’s British Medical
Association (BMA) Awards.

Meningitis Now:

0 survey commissioned in 2012 highlighted concerns around
awareness of Viral Meningitis

0 97% of its victims left with sometimes debilitating after-effects.

0 As a result of the survey findings, first ever Viral Meningitis Week ,
held in May 2013 - to improve awareness of viral meningitis— now
an annual event.

Sickle Cell Disease:

o Collaboration between NWL CLAHRC and Sickle Cell Society
o Developed 3 surveys — adult / child / parent — to help:
« understand SCD care experiences on a national scale
« inform delivery, design and commissioning of SCD services
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Perception Awareness Value Impact



