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“...Place the oxygen mask on yourself
first before helping small children or
others who may need your assistance.”




Care for the Caretaker

Be gentle with yourself.

Remind yourself you are an enabler not a magician. We cannot change anyone else — we
can only change how we relate to them.

Say ‘l choose’ rather than ‘I should, | ought or | have to’.

If you never say no — what is your yes worth?

Aloofness and indifference are far more harmful than admitting an inability to do more.
Change your routine often and your tasks when you can.

Create some space - find a hermit spot, use it daily.

Schedule withdrawal periods during the week — limit interruptions.

Be a resource to yourself, get creative, try new approaches, be an artist as well as a
technician.

Use supervision, buddy, mentoring or coaching system regularly as a source of support,
assurance and re-direction.

Learn to recognise the difference between complaining that relieves and complaining that
reinforces negative stress.

Remember in the light of all the pain we see, we are bound to feel helpless sometimes .
Admit it without shame. Caring and being there are sometimes more important than doing.
Give support, encouragement and praise to peers and to management. Learn to accept it in
return.

On the way home, focus on a good thing that occurred during the day - if you can, jot it
down and look at when things are tough, focus on the good stuff.

Laugh, play, have fun

If we care for ourselves we can care for others.......

(adapted from words shared by Marilyn Goodhew, Play Specialist, who | believe obtained the original words from a local children’s hospice)



“Educakion is the most
Powerfu.l. Weapon
we cal use to
change the world!

— Nelson Mandela ‘
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‘he who studies medicine without books sails an uncharted sea, but
he who studies medicine without patients does not go to sea at all.

Sir William Osler (1849 — 1919)



Start with ‘why’? England
 Why is patient experience so important?

* Frightened, disempowered, lacking in
knowledge/experience/information, unfamiliar
language, intimidated by knowledge/skills (or not)
of staff/uniform, smell, sights e.g. surrounded by
sick people, worried about how health issues will
impact on rest of life/finance/family, who will care
for them, frustration, access

https://www.youtube.com/watch?v=cDDWvj g-08&app=desktop



https://www.youtube.com/watch?v=cDDWvj_q-o8&app=desktop
https://www.youtube.com/watch?v=cDDWvj_q-o8&app=desktop
https://www.youtube.com/watch?v=cDDWvj_q-o8&app=desktop

Defining CYP Experience En%

* The child/young person/family/carer’s experience is the sum of all
interactions, shaped by an organisation’s culture, that influence their
perCeptIOnS across the Continuum Of care (Adapted from Beryl Institute’s 2014 definition)

 What matters to children and young people
(NHS England, Children’s takeover day 2014)
» Communication, Information
» Pain
» Access
» Environment, Food, WiFi

‘Often it’s the small things that will
make the biggest difference’




What are the drivers for involving m
children, young people and families..? England

Audience participation please....?!

Why.....?

* Right thing to do

* Alegal requirement
* Better outcomes

KEEP

CALM

When...? AND

e At the start

| Athe s ASK THE

* Throughout the process AUD'ENCE




. NHS
1. England
The Health and Social Care Act 2012 introduced significant
amendments to the NHS Act 2006, emphasising the
importance of patients and carers participating in planning,
managing and making decisions about their care and
treatment and the effective participation of the public in the
commissioning process itself, so that services reflect the
needs of local people.

Transforming Participation in Health and Care, Guidance for
Commissioners
http://www.england.nhs.uk/2013/09/25/trans-part/ provides
the scaffolding on which to build effective engagement to
deliver personalised care and true co-production in the design
and delivery of health care.



http://www.england.nhs.uk/2013/09/25/trans-part/
http://www.england.nhs.uk/2013/09/25/trans-part/
http://www.england.nhs.uk/2013/09/25/trans-part/

p A Rights Based Approach? E,%
UN Convention Rights of the Child

e Article 12 ‘every Child has the right to say what they think in all
matters affecting them, and to have their views taken seriously ‘

* Article 13 ‘every child must be free to say what they think and to
seek and receive information of any kind as long as it is within the
law’

* Article 23 ‘A child with a disability has the right to live a full and
decent life in conditions that promote dignity, independence and
an active role’

e Article 24 ‘Every child has the right to the best possible health’
* Article 31 ‘Every child has the right to play’

25™ anniversary year
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Children and Young People with Special Educational
Needs or Disabilities (#SENDReforms)
Children and Families Act 2004

Section 19: Supporting and Involving

children and young people
‘...Ensure local authorities place children, young people and
families are at the centre of decision making, enable them to
participate in a fully informed way and with a focus on achieving
the best possible outcomes’



A NHS
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CYP Health Manifesto for Health and Wellbeing

To improve their health and wellbeing, children and young people want:

1. to be informed and have a say in decisions about their care,
2. to have personalised, child-friendly
care from people they know and trust
and who treat them with respect, AL Teport o the

Chief Medical Officer 2012

3. to have access to age-appropriate services
where and when they need them,
4. to be supported through the transition
to adult health and social care services
5. to understand their rights and
responsibilities,
6. for schools to play a greater role in
health and wellbeing.

Our Children Deserve Better:




Hart's Ladder

g:gstions

Which level of Hart's Ladder
is our project on?

Which level of Hart’s Ladder
should our project be on?

What do we need to do to
move to the right level on
the ladder for our project?

NON-PARTICIPATION

Itis important to remember that
tokenism, decaration and
manipulation are not examples
of youth participation. You do
have the choice to mova away
from these meathods towards
more meaningful participation.
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Young people and adults
share decision-making

Young people lead
and initiate action

Adult-initiated,
shared decisions
with young people

Young peaple are
consulted and informed

Young people assigned
but informed

Tokenism

Decoration

Manipulation

b

Young people have the deas,

set up the project and mate adults
10 joan them in making decsions
throughout the project. They are
equal partners

Young pecple decide they need a one-stop shop in
their community. They partner with adults in ditferent
youth organisations and together lcbby the
governmeant for rasources.

Young people have the nitial idea
and decxda how the pragect is 10
be carried out, Adults are availeble
and trust in the leadership of
young people.

A group of students get permission from their principal
1o run an environmental day. The students make the
decsions, and the school provides support.

Adults have the nitial ides, and A community co-ordinator asks young people for
young pecple are involved n gvent ideas for Youth Week. The young pecple suggest
making decisions, planning and hawving 3 skatng event The co-ordinator and young
implementing the project. people work together to make decisions and apaly

for funding,
Adults design and facitate the Alocal councl rurs several consultations 10 get young
project, and young people’s opinions people’s input about a recreation park. Young people tell
are given weight in decsionymakirg. the council aboul features in the park they want changed.
Young pecple receive feedback The council provides feedback to the young pecple

about their ogemons.

sbout how their views affected decision-making.

Adutts decice on the project and A conference creates positions for two young people
young people voluntesr for it. Young on a panel of speakers. Young people decide how to
people understand the project and select their representatives and work with adults to
adults respect their views. understand thew role,

Young pecple are given a limited A young person is asked by adults to be on a panel
voece and littke choice about what and represent "youth'. The young person is not given
thay can say and haw thay can the opportunity to consult with peers or understand
communicate, the role,

Young pecele take part in an event

A group of young people are given a script by adulls

in a very imted capacity and have sbout "youth peotlems’ to present to adults attending
no role in decision-making. a youth conference.

Adults have complete and A publication uses young people's cartoons; hawever,
unchallenged authority and abuse the publication is written by adults.

thair power. Thay use young

people's ideas and vorces for

their own gain,




Figure 1.1 OCC’s Wheel of Participation

Involving children and young
preople in decision making...

Bcersed on the Degrees of Paoticipation” by Phil Treseder

INVOLVE

Children and young people )
initicted cnd diIectgd Children and young pecple

~hild ] initicated shared decisions
the uﬁ%?&lgasmd B 5 lleww with adults

the projact is to be caomisd cut.

Adulis are avanlable but do gﬂﬁdmﬁm projects

Nk teike chcage. discussion and support. The adults

do not direct, Ibut offer their
Assigned but @x%ege fotervmmg people
informed
Adults decide T
the project cmém Adult-initiated, shared
young pe?rz-levL decisions with children
The dmnoeuer{ °F1;;°ple and young people
mdetstand the Adults have the initial idec,
project. they know who but young people are involved
decided to involve them in every step of the and
andd why. Acdults respect implementation. Not only coe ir
young pecpla’s visws. views considered, but children are also
involved in making the decisions.
INFORM Consulted and informed
The project is designed and run by adults, CONSULT

but children and young people cre consulted.
They have a full understanding of the process
cmnd thsir opinions are taken seriocusly.

Degrees of participation by Phil Treseder



Complexity of CYP & families we serve

Families/

Carers

Priority: those who are underserved/vulnerable

— R contact a famil
B AL - o

v families with disabled children

“Youl soldie..-a did”
Masiing ihe promiss of mecsuring

GP practice guide: supporting
disabled children and young people

Information for Health Professionals
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Audience participation?!

* Who are our underserved groups — those who
are most vulnerable..?

KEEP
CALM

AND

ASK THE
AUDIENCE




wThe Challenge of measu nt/feedbac

‘If you want to know
how well a pair of
shoes fit ask the person
wearing them not the
person who made




Feedback is
Important to




Listen with Compassion
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When you listen generously to people,
they can hear the truth in themselves,
often for the first time.

~ Rachel Naomi Remen ~




Empathy the critical tool,
in our toolkits

.youtube.com/watch?v=1Evwgu369Jw&list=PLMo9vqiZPsORQa kypIS3tchANZa-MJGO&index=1&feature=share



https://m.youtube.com/watch?v=1Evwgu369Jw&list=PLMo9vqiZPs0RQa_kypIS3tchANZa-MJGO&index=1&feature=share
https://m.youtube.com/watch?v=1Evwgu369Jw&list=PLMo9vqiZPs0RQa_kypIS3tchANZa-MJGO&index=1&feature=share
https://m.youtube.com/watch?v=1Evwgu369Jw&list=PLMo9vqiZPs0RQa_kypIS3tchANZa-MJGO&index=1&feature=share
https://m.youtube.com/watch?v=1Evwgu369Jw&list=PLMo9vqiZPs0RQa_kypIS3tchANZa-MJGO&index=1&feature=share
https://m.youtube.com/watch?v=1Evwgu369Jw&list=PLMo9vqiZPs0RQa_kypIS3tchANZa-MJGO&index=1&feature=share




Educating the mind without educating the heart is
no education at all.

(Aristotle)

izquotes.com




€6 You may tell a tale that takes
up residence in someone's
soul, becomes their blood and
self and purpose. That tale will
move them and drive them
and who knows that they
might do because of it, because
of your words. That is your
role, your gift.

Erin Morgenstern, The Night
Circus
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When | was nine | became incontinent. My GP sent me and my
parent}s to the hospital.

The]mu:ed&ate response was that | was probably ‘seeking attention’.
mber hearing them say it.

>ing to seek attention it wouldn’t be by wetting
was just embarrassing, | feit so silly and sad.

'd a nurs: -*'ldm'tknpw' whybut
ain area. IWasréally, rightened.




gD Social Media

Seeing Care from the Patient’s
Adam @Adsthep

z‘fb’fi@l Learning accounts
of our learning = real life, on- the-j

-, experiéncwoblém L




People will

forget

what you said ... '
be
they will forget

what you did
but people will § F

how you made them ™

. Maya Angelo




http://www.kidsco.org.uk/media/2014/see-the-child-change-the-system

Victoria Daniel

Peter Lucie


http://www.kidsco.org.uk/media/2014/see-the-child-change-the-system
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http://www.kidsco.org.uk/media/2014/see-the-child-change-the-system
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The Patient Voices Mandala
Copyright 2007 Pip Hardy and Pilgrim Projects Limited



Poster: What Matters to Me - Greater Glasgow and Clyde

The Scottsh Governmest’s Healthcare
Quality Swategy (2010} supports the
devalopmunt of person centeredness and
L d pationt axp -

This led tome to ask the gusstion ‘Do we
really know what mattersto the children
and young people we car for?” The aim
ks to provide truly person centred care
by uncovering and addessing what &
Im, nt to children and youn:

du;tnighﬂwr hospal stay. young gk

Methodclogy
The Modd for Improvemant (Langley &t
a 2009) prow tha methodology for

the Three fundamental questiors
Mp::ms which form he hl?li of this

Improvament are:

What are we trying 10 accompli h?

How will ws know that s changs B
an Improwement?
Qualitative data &  colected from

patient foedback questionnares. The
questionnalis are desigred for throe

u| rent/carsr, young o:rd
ﬂc&:p-ﬂn data I):’m o

2 weoks and comments Inking to khn
Initlative ar2 recordsd and 'R
Sound bites are ako <nllecmd and
displiyed o the mukidecplinary team
are able to collectively corsider what &
important to our patients. Staff feedback
Is also encouraged.

What change oan we nuake that
will mault b an improvemsni?
Evary child old encugh to do 30 wil be
given the opportunity to dnw or wiile a
‘what Matters to M&' list which will be
displayed clese to their bed

Rezulta

worrks which may have went uncoverad
had It not been for the Inkiatve.

Concluion

For tha cost of Just pens and paper this
Inltiative provides Irspiraticn Irsight
for hospital saff caring for children and
youn pmpln Children and their carers
confidont that theh Individual
sz a0 baing lstored to and
addmod More research Is reguired
analyza the Impact of “What Matters
ho Ma" on prychologkeal stwess fdt by
carers, children and young people whikt
In hospital.

The Heatboars Crasiy Stndegy for A5 Scotnd ﬂﬂﬂ)

The Scotfsh Govnrest Aveltde frox

scottand gox e b Rmource Do 311 pﬂ
G.L, Nolea, K. M Nolan, T. W Neeras, C. L,
L 7. (2007 The Fxproverert Gide A Pracrcal

EaSou) foney Buus San Franchco. :

C 5. (N0 Chadrs sade; i Maiptat 3

The initiatke acknowledges the stross that
both chidren (Coyne 2106) and their
carers (Commodarl 20%0) experknce
whilst in hespital, and willaim to provids
a vehicks to regaln 3 mrse of control
during thar stay. Tha project will dwdop
a servica that does not esme

on the theughts of patknts but mha
whs them directly and responds to
their nead:.

Patlert fesdback has been  positive.
Often both childron and ther carers
gat Invalved which knds H=oF wel to

tha family cntred care modal s well &=

person centsed care. Older childron and
those with dironic conditions wrote very
ﬁlﬁc Iists autiining personslpraforonces

ther stay. Younger chidren
on)cyod drwing pkturet and coften
described nrpnshgp Whes, dislikes and

mmanh on warr. Rl
Jourrad of nm“(m f-'!

Coyra, 1. (2006) C
Joarrad of Ok bmath Cars, w RO ] mnu

Aoknowledgmentz
AT T T

!

--n-wm-ﬂpwm-
Yokd @ Hogpeal




Case Study:

The Future is Membership, East and North Hertfordshire NHS Trust

The Future is Membership is an initiative designed to inspire and motivate young people to get
involved with their local hospital. The Trust now has over 650 young members from 14-18
years engaging with the Trust (18months ago there were just 50 young members). The
approach is to work with schools and their pupils in an interactive, fun way, free of jargon and
management speak. The Future is Membership has delivered: intergenerational work using
technology and social media to tackle isolation in the elderly; a Youth Health Champions
conference for secondary schools; a workshop for young patients and members to develop a
hospital complaints process specifically for young people and a short promotional film for
young people that captures the essence of what we are about to inspire the next generation of
young members and health champions; The Health Service Journal profiled the work

Lister Hospital - The
Future is Membership
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http://vimeo.com/m/108800527

Blackpool.... NHS

England

Blackpool Teaching Hospitals INHS |

NHS Foundation Trust

TOP TIPS
For talking to young patients

* Always check it’s ok to come in

¢ Don't lie - Tell me if it might hurt or
things might take a while

e I's hard for me to ask questions
sometimes, please check with me if
| have any

* | like to know the REASON for
things, it helps me to understand

* Encourage me to speak for myself

¢ Offer me the chance to speak
without my parents in the room

¢ If you have to pass on information,
please tell me!



[5 STEPS (HALLENGE

FIRE DOOR

(ONFIDENTIAL




NHS

England

Shropshire Clinical Commissioning

Group
* Young Health Champions

Health Champlons |

= @ShropshireYHC  FoLLows You

Young people ages 11-25 working to make healthier and
happier communities. A partnership project @ShropsCCG &
@shropshireCouncil Funded by the Big Lottery.

Shropshire

vimeo.com/m/110876365

@ShropseBG rowonsyou B9

Shropshire Clinical @ommissioning Grotp (CCE) is adtiNHS
organisation, responsible for yourlacal igalthGare sefvices in
Shropshire

Shropshire * shropshireccg.nhs.uk


http://vimeo.com/m/110876365

Children’s Commissioner Em
ngland
Take Over Day

NHS England
h £

The Five Year Forward View sets out how the health service needs to
change, it argues for a more engaged relationship with patients, carers
and citizens, so that we can promote wellbeing and prevent ill-health.

NHS Youth forum http://www.england.nhs.uk/ourwork/patients/public-voice/yth-for/



http://www.england.nhs.uk/ourwork/patients/public-voice/yth-for/
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Specialised Commissioning

Embedding the voices of families caring for
children who are ventilated long term

Children who are Long Term Ventilated —
Pathfinder Project
Engaging with Families and
Children / Young People

An independent quality improvement review
by the Patient Experience Network

For
MNHS England

Patient Eup_er?em:e Nehl.mﬂ: (P EN m
N :j England



Building the Evidence Base
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Play 50¢°

The provision of play in
health service delivery

Fulfilling children’s rights under Article 31 of the United
Nations Convention on the Rights of the Child

A literature review

Summary overview

NHS

England

Improving Patient Experience for
Children and Young People

A Report prepared by
The Patient Experience Network

For
NHS England

-

Patient Experience Network P E N 3}

Re:thinking the experience




Patient Information Forum

For Professionals Working in Consumer Health Information

**NEW** Guide to producing health information
for children & young people from PiF.

PiF is the UK network for professionals working to produce and deliver health
information for patients and the public.

If you are involved in creating health information for children and young people,
then this guide is or you.

It is full of practical information to help you produce results that are of high quality,
appropriate and effective. The Guide brings together the experience of health
information providers in the NHS, voluntary and private sectors, and there are many
case studies that are examples of good practice.

More information from www.pifonline.org.uk



Two young people's stories about the effect
of participation on their lives
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OH'SO YOU LISTEN
10 YIIIING PEIII’lE...

_TELL ME AGAI ABOUT THE cnﬁuats

L N g .

'YOU MADE BASED ON'WHAT-THEY;SAID




# helle my nameis...
v With thanks to @grangerkate

The power of social media

NAHPS Committee

@nahpsofficial FoLLows You




What is the best way to spread new
knowledge?

Social connection/discussion is
14 times more effective
than

Source of data: Nick Milton

Source of image: happiness-one-quote-time.blogspot.com % - »
= GRS www.nickmilton.com/2/2tOjE
W @Helen Bevan @hcvoices #newhcvaices




“The Starfish Story

¥ one morning after a storm. In the distance, he
could see someone moving like a dancer.

As he came closer, he saw that it was a young
woman picking up starfish and gently throwing
them into the ocean. “Young lady, why are you
throwing starfish into the ocean?”

“The sun is up, and the tide is going out, and if

[ do not throw them in they will die,” she said.
“But young lady, do you not realize that there

are many miles of beach and thousands of starfish?
You cannot possibly make a difference.”

“It made a difference for that one.”
—~~ Adapted from the original by Loren Eiseley

LiFe’s A DANCE




'NEVER VNDERESTIMATE
THE POWER OF A SMALL

GROVP OF COMMITTED PEOPLE
T CHANGE THE WORLD.

s
IN FACT, IT IS THE ONLY
THING THAT EVER HAS."

= MARGARET MEAD




F YOU THINK YOU ARE T00
SMALL T0 MAKE A DIFFERENCE,
TRY SLEEPING |

WITH A MOSQUITO.

- DALAI I.AMA

ZERD DEAK
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As professionals we can all consider our

personal interactions with professionals as well

as patients .....

®» Take care of you....

=
=
=
=
=

Recognise and appreciate the good stuff
nterested in people — public as assets

Readiness to listen wo story lives unless someone wants to listen’
Belief in potential/High expectations
Embrace new communication strategies

"‘ | A B 1
Y -
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Kath Evans
Head of Patient Experience
(Children, Young People and Maternity Services)

kath.evans3@nhs.net &
S 3
@kathevans?2 ;<\g\®3\


mailto:Kath.evans3@nhs.net
mailto:Kath.evans3@nhs.net

