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Judgment and problems of total pain and application of rescue dose for
intractable pain of childhood cancer

& WY Michiko MORIY Bl 87 Asako OKUYAMA?

1) AMEREE KRS K%B  University of Human Environments
2) HAFRTFKHE#EKS: HH#EFH  The Japanese Red Cross Akita College of Nursing

E B

WZEH I, /NEDA OEEEYEZ ST AR O72012, O - S ERT. LAX2— =20
WIS S5 AR OB L OBEER ZH S22 L. F— AEBRICBIT 2 EICO W THRET 5,
INEAS AR HED B ER3A%. F v ) TREM (BAFREEMAEM, 2AEOREHEEM NESAHE
FEREER 5 AELLE) 98K AL E AT o 76

R, 1. OFE - AESITEE & SR EE ORI O & iEE, LI - ANEERNT OB E V=5 L
7 DHEOFIHE. 2. ERTEARA Y b - HEHli L EW O - L AF 2 — F—X#E, 3. HMEE -
BRI 7. T 75— 4 - BENERHIOFEIE R E55, /NEDSA O BRHEER RN O 72 01 B4 )
Wi L OBEZER ThH - 72,

F— AEHIIE, ADNEBAEETEER O MR N 2 G T 572000 v T 7 L Y ARHTA R T4 Y HPLET
Hb

Abstract

The aim of this study was to clarify cancer-pain evaluation and its limitation based on psychological and
social factors, rescue-dose application, practical issues, etc., and to discuss methods of pain determination
enabling doctors and nurses to cooperate and the necessity of guidelines, in order to palliate cancer pain
including intractable pain in children with cancer.

The survey was performed involving 34 doctors and 98 nurses engaged in medical care for children with
cancer.

The results revealed that the following were important: 1.discrimination between psychological and
social distress and physical pain and treatment when they are mixed; psychological and social factors as
well as re-evaluation of total care and psychological aspects; 2.pain assessment and re-assessment as well as
rescue-dose application, medicine knowledge; 3.notification and care based on love and trusting relationships;
palliative care team and in-hospital system.

F—O—FRNRD A HEERE, DEOER. LAF2—-F—X, A FTL ¥

Key words : childhood cancer, intractable pain, total pain, rescue dose, guideline
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Investigation of factors to make the returning to school smoothly:
Experience of children with cancer who attended in a hospital class
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Empowering the whole family: communication, co-ordination and
competence, key skills for all of the multi-professional team
Child Health and Cancer Care

-FEBHER

DL/ INT— R b —

Faith Gibson

Empowering the

story together about
the 3Cs using our own
research studies

whole family: Faith Gibson FIEXE: Faith Gibson
communication, Professor of Child Professor of Child
co-ordination Health and Cancer =t Sy Health and Cancer
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Let’s begin with communication
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Empowering the whole family: communication, co-ordination and competence, key skills for all of the multi-professional team Child Health and Cancer Care

Listening to Children Study (n=38, 4-18years) R “FEL-bOBEFES (n=38,4-18%%)

Methods Play and puppets, draw and write, activities day,

individual interviews
8 mresermesane
< BTN
(30 Hewrsmentiecumy ey aramike
SN
g Tt ettt

Ak AREBEU. e id. XEEL ARUND
BAGESZESHRERTSH. BAEE1—

8 esmmmszomces

Findings

s
-y €
| MEREORNORS

RATES:

B v

Children’s preferences...

# Prefer to hear information directly rather
than mediated via their parents

FELE-BENEL L -

BRIEEHRENLTTIHALL B BHIEELTIEW,

BBAE R HEEE BHETOHTANTIELLY,

EHALEBINIIFERHIFLLY,

IERTF BIZIXBEAIID,
CREQLSLFELELL

# Prefer to be included in information-sharing
# Needing information to be prepared

B B o %

# Feeling angry over lack of information

# Relying on parents to share and explain

information later YR EE LB T BREZRZ TNIY., AL TN B E
ELTWLB,

# Not wanting information
Yo EREIFELLEIEB DA,

¥r —BEICTIIC DL DR HRELLLV L,

# Becoming more involved in information
over time

GibsonF, Aldiss S,

Aldiss S,HorstmanM,
OLeary C,Richardson
A, GibsonF (2008) What
is important to young
children who have

cancer while in hospital?
Children & Society.23,
85-98.

Kumpunen S, Horstman M,
Richardson A, (2008)
Children and young
peoples experiences of
cancer care:a quditatve
research study using
participatory methods
Internationaljournalof
Nursing Studies 47,1397
1407

Coyne I, Amory A, Kiernan
G,GibsonF (2014)
Childrens participation in
shared decision-making:
children, adolescents,
parentsand healthcare
professionals perspectives
and experiences.
European journalof

O; logy Nursing 18,273-
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Studies in ourcommunication
research programme..........

“Listening to Children Study’

2004-2005 MacMillan Cancer Support

2009-2011

I “Intemet Study” I

London South Bank University

I “Talking with Children Study I

2011-2012 Olivia Hodson Cancer Fund

2012-2015 | Children with Cancer UK

communication

Professional

Child/
\Young Person,

What did we learn from ourfirst
study?
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INEDAEE Vol.12(1) 2017
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2004-2005 | MacMillan Cancer Support
J

/-
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2012-2015 | Children with Cancer UK
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Empowering the whole family: communication, co-ordination and competence, key skills for all of the multi-professional team Child Health and Cancer Care

To understand the roles that parents and
professionals play in providing children with amm%mm
information

Parent Group 2

Professional Group 2

*Purposively and theoretically
sampled

15 outpatient and inpatient nurses
*One-time individual or group
interview, online forum

*Theoretically sampled

16 parents from 12 families
*One-time interview and online
forum

What did we learn from our second
study?

When mismatching occurs:
“leaflets are given too early
“too many leaflets are given

Parents must Health
be ready to Professionals

hear must not give too
information much or too little
Health professionals
need aids to 6o o

3¥VDI Y3IDNVIEKEITEWIA

When matching occurs:
+Informed consent is consistent
“Individualisation of information
+Complex information is readdressed
+Successful relationships

+Setting up communication

Parent’s preferences.......

# For themselves, needing time to
come to terms with diagnosis

# To help their child:
1. Providingfullinformation
2. Tailoringthe information

3. Providinginformation on a‘need
to know’ basis
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More recent perspectives for you to
consider..........
PEDIATRICS Volume 138, number 3, September 208:220767278
Prognostic Disclosures to Children:
AHistorical Perspective

Bryan A. isk, MD? Myra Bluebond-Langnes, PhD? Lori Wiener, PhD Jennifer Mack, MD, MPH 4 Joanng Wolfe,MD, MPH¢

'I'have to live with the decisions | make': laying a
foundation for decision making for children with
life-fimiting conditions and life-threatening illnesses

Myra Bluebond-Langrer, ' Darren Hargrave, Ellen M Henderson, Richard Langrer"

PEN ACCESS

How might this knowledge gained
help us?

Implications for the way we prepare and support parents of
young children for their role
Actively seek children’s preferences for information from
their parents
Gather information about how children are involved in
decision making within the home
Importance of scaffolding information over time
Support parents of young people in a role that may isolate
them from communication with professionals and challenges
established independence
Need to understand how children, parents and healthcare
professionals interact and negotiate to build understandings
that are meaningful and helpful in the communication
process

How can we help parents.......
# Giving parents time and space to come to terms with
the diagnosis

# Exploring the reasons behind parents’ need to limit
information

# Helping parents to understand that children worry
more if not included

# Children are perceptive and will worry if not informed

#% Raising parents’ awareness that children know more
than they realise

#% Raising parents’ awareness that children are more
resilient than they think

#% Encouraging parents tobe open and honest
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Empowering the whole family: communication, co-ordination and competence, key skills for all of the multi-professional team Child Health and Cancer Care

o e Vs 205 4, 1019

}r |
BEVER

Involving Parents in Managing Their Child's
Long-Term Condition—A Concept Synthesis of
Family-Centered Cae and Prtnershipin-Cae"

Joanna St P, NSe, B RSCN, RGN,
Vereric Swalow Ph, WM, BS, RSN, RGH,
Tmelda Coyme PhO, MA, BSc, Hip N, RSCH, RGN, RAT, FEANS®
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What have we learnt from others...

D Valuing parents
knowledge and
expertise

@ Supporting parents
in their role as
caregiver

®) Incorporating
parents expertise
into clinical and
psychosocial care
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2) Shared decision-making

Interventions for promoting participation in shared decision-
making for children with cancer (Review)

Copne 1, O'Mathion D Gibson F: Shiclds L Sheaf G

&

THE COCHRANE
COLLABORATION®

[

WILEY

No conclusionscan be
made on the effects of
interventionsto promote
SDM.

Dearth of high-quality
quantitative research on
interventionsto promote
participationin SDM.
Attitudes towards
children's participation
areslowly changing in
society and such changes
may take time to be
translated or adopted in
healthcare settings.

The priority may be on
developing interventions
that promote children's
participationin
communication
interactionssince
information-sharing is a
prerequisite for SDM.

Why.......because.....

.\\

--

s
=

AN
"

In summary......

.
Meaningful Engagement
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Empowering the whole family: communication, co-ordination and competence, key skills for all of the multi-professional team Child Health and Cancer Care

‘ To

Evaluati

SnE LIERIR

Participants & data sources
|ooams — &

¢ Interview 1 n=23 * Questionnaires * Questionnaires  Interviewsn=4 e fUBEa—2 n=95 n=85 n=4
n=95 n=85 * Drawings n=19 o HEE
e Interview2 n= *©174—hHR e BEa—
19 * |nterviewsn=31 e CLICSargent S I—7 n=12 n=31  CLIC Sargent
* 1 FocusGroup Children and UNRMAX
n=12 « 8- bereaved Young People's - 8 « 8- sk (%) BERFES
parents Advisory Group c ZDHDXE EHEEDTER
e Annual Reports n=6 NAYY=5
 Other IL—T n=6
documents
TR

BB OBHIBRE(Yin 2003)
“IL—LT—%4%#i(National Centre for Social Research) (Ritchie & Spencer 1994)
* F—"—H—(Key Worker):BA(ZCTIEEE - RR)OVWANALRIEERRT HI-HIC. &F

*Framework analysis (National Centre for Social Research) (itchie & Spencer 1994) PR AR BB ORI (PR 2 BT 208, ZOB TRELNTIEF—LETR—
AT BIEICHB,

Data Analysis
*Multiple case study method (Yin 2003)
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Findings (1):
The Key Worker

* A specialist nurse experiencedin
Haematology/Oncology and
attachedto a Principal Treatment
Centre (PTC)

The role and responsibilities of the specialist
nurse key worker was in line with the
recommendations of the ‘More Than My
lliness’ report*

* Caseload composition varied in the
number of families supported as
well asthe types of diagnoses
covered

Coordination
service delivery

Assessment and

care planning

* The role had expertise and
experience at itscore and was
valued by key workers, parents,
children and stakeholders

Advocating forand
empowering the
childand family

Providing specialist

cancer support

* CLIC Sargent (2011)
Specialist nursekey worker handbook

Findings (2):
Models of Care

“Certainly for the patients
needing palliative care
we're very much in the
driving seatin terms of
assessment of patients’

needsboth froma
medical, psychologicaland
emotional perspective, )
looking at drug
interventionsand the
whole co-ordination of
their care linking in with
general practitionersand

* OutReach ¢ InReach
with home

visits

Palliative ¢ InReach

localservices, children’s Care
hospices” (Key Worker 9b, l '

pS)

Realistic evaluation of the key worker role

Outcome

l * Nurse Specialist

key worker’s
experience &
expertise

* PTCresources

* Caseload

* Community
teamsresources

* Geographicalarea
covered

* Cancer journey

* Cancer diagnosis

~———

* Coordination

* Information/
expertise

* Assessment and
care planning

* Being main point
of contact

o Clinical,
Emotional,
Educationand
Practical Support

e Financial Support

* Improvementin
patient and family
experience

* Improved
emotional
wellbeing

 Carecloserto
home

 Children/young
people are better
able to participate
in education

* Best practice and
learning is adopted
by localteams
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Empowering the whole family: communication, co-ordination and competence, key skills for all of the multi-professional team Child Health and Cancer Care

Realistic evaluation
Case 1— when it works
-
e Clear pathway for both families and professionals
e Enabling key workers to streamline the communication
Specialist process between families and professionals and between
nurse key professionals
k
vr:::: tel‘:Z e Able to access appropriate support for families and refer
main link in < to appropriate services
thef PTF fcrls o Arranging meetings + having the responsibility ~ for
professiona contacting people
and families § peop
e Anticipating future needs of families and provide
information for management so that forward planning was|
L facilitated

Key Working: what we might need to co-
ordinate care

Inconclusion, supported by evidence collected, key working
effectiveness is built on three pillars:

N/

Improved

Expertise Family
Experience

Information

Relationship with

families Experience

Relationship with

A Main point of
professionals

contact for families
and professionals

Information
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What about competence.........

Knowledge

Skill Attitude

HBITOVTIEE S BS5 bh-

Knowledge
i

A scoping excrcise of favourable characteristics of
prolessionals working in tcenage and young adult cancer
care: ‘thinking outside of the box’

. WHELAN 1. PEAKUE S, LEWIS L1, HOMIN D & TAYLOK KM, (3012] furopean

i

Original arcicte

0REFFRADPABE~NDTTIZET L2 Fh
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GIBSON F., FERN L, WHELAN J, PEARCE ., LEWIS L1, HOBIN D. & TAYLOR TLM. (3012] Europos
Il of Emen Cave 91, 22
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Care: ahtning oueside of the box-

ITYAT cancer case. Data were genersed dusing
ranked satl, knowledge and arsedes, prevsoush

]




Empowering the whole family: communication, co-ordination and competence, key skills for all of the multi-professional team Child Health and Cancer Care

Continuing
Transiton professional knowledge i.e.
development at's trending|
Wedia
information,
Inot just written
Enironmentl
Physioogy
Errcing adulhoo
2\ e
I"!‘ﬂ'mh owledge {Cultural issues B i
atage = YA related
Peer qroup = pathologies
fetsdd
Getining normaiy Shares
e knowledge & ‘Specialist faedaticoncoog Lot sfects
informaton understanding knowledge TR -
\‘ TYA oncology Sae et
m
i el
@ TEeel,
@ Girical vils
Evidence based

P ey LA
FIgEH DB Bl S HRAToOTL
£ B01E?
BOOHG ST

FTART DRI
A1

*TYA Teenage and Young Adult

LRI

EMROH
#

BEY 5
BEP AN

ERRER
IR

*TYA
i
A
EEF

FEEERE

s

ARBLIZE
3T

(10K EEERA)

BRI A HHE

AP

i
TYA
HEE

Bt
DIEFH

EREREARR

#HE

Adaptable

Decisive.

Negotiation

Listening

Understanding

Organised

Tolerance

Projoct | )
management
e

come tc own
solujors

Al 0 talc aboi
difcul issues

Understarding
youth cuture.

Emotonsl support

\ Language

Education,traiing,

e kil support

*El (Emotional Intelligence 1D &NKE)

BERRTEEE
T BMENTS

* %1% (Advocacy) : AN EEERTERLSIT D)X IR

BEPiENEHEENELT, B OBEEIUSO—LT ZHE Loy I BB BROMEOMR, B, HIIGE, HiEn
1227 AW TR RER S

BEAEEDYIE

Dontake things:
persanaly

T
=
=T

Tick skinned

Laughat yoursell

Appropriate

Nota down

Behaviour,
attitudes & values,

Personal
attributes.

Sincere

Calmness.

Promotas digrity

Workllife
balance
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Top 2 areas of competence

Communi
cation

Knowledge

Attitude

BM) Open Modified international e-Delphi survey
to define healthcare professional
competencies for working with
teenagers and young adults with cancer

Rachel M Tayior,
Joromy S Wrelan,' Faith Gibson®*
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What do children wantfrom us?

F iliar, ible and : it is very important for children and
young people that health professionals are familiar and can be trusted.

Informed and competent: children and young people want to be cared
for by professionals with the appropriate knowledge, expertise and
competence.

Provide accessible information: children and young people want
professionals to provide information in a format that is accessible to them.

Good communicator: children and young people want to understand
what professionals say, they want to be listened to, valued and spoken to
in a straightforward way.

Allow active participation in care: children and young people want to
be active partners in their care, and want to be able to express their own
views and needs.

Privacy and confidentiality: a recurrent theme in the studies reviewed
was a concern about privacy and confidentiality and the need to be
reassured that these will be respected.

Acceptance and empathy: children and young people do not want to be
judged by health professionals, instead they want to be treated with
respect and dignity.
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Empowering the whole family: communication, co-ordination and competence, key skills for all of the multi-professional team Child Health and Cancer Care

And more broadly....children’s views

of the health senrvice......
Care to be delivered by competent professionals who
are able to effectively communicate with them
To be involved in decisions regarding their care
To be treated with dignity and respect by health
professionals
Information about their health and personal
circumstances to be kept confidential
To be cared for in environments which are appropriate
to achild’s age and needs

Appropriate support and an efficient system for making
the transition from children to adult services.

National Children’s Bureau 2012

FELILLDERANDREE
BITGRTHDE
BATLENBROBEN LFT, B NOBEVE
BEITTTLTELLEL,

T7ISET ABRBREICEAS LS ML
BHOSEBHER - TRIBLTIELL

B 515 DR AOFABI R L FO 4L TIFLL ALY
FOFELOEMOBLICBLIBHEOH T, ¥ 7%
LTIELL

INRERN SR AERAOBTHRIELERTE
&3, BYERELHROTIAT LELATND

National Children’s Bureau 2012

r—r—e

Diagnosis Treatment Beyond
treatment

Sirvivarship

A

Figure 1: Person-Centred Nursing Framework (McCormack & McCance. 2010)
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N o In summary.......
é’%ﬁ%ﬁ‘“g ’:ﬁ 1. We must have the
%ﬁ&%@e‘ Fc“;g(\‘% competencies to practice
‘%(\g%;ea‘“\g‘i%”“ 2. Thatincludes
‘%;% % communication and co-

ordination skills

3. In order to empower
children, young people
and their family members
to embrace biographical
disruption and to live the
lives they want to live

Thank you for
listening

Eaith.gibson
f.gibson@surrey.ac. uk

osh.nhs. uk
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Resilience of children and families

B R

Resilience of children and families

~PELLEBEOL YV IR -

Faith Gibson

Centre for Outcomes and
4 Experience Research in
O LUNIVERSITY OF Children’s Health, lllness and
33 SURREY ] O ey
= reat Ormond Street (/24

Hospital fo Chicren

¢ Supporting the power of children with
i cancer and their families from
diagnosis
Faith Gibson
Professor of Child Health and Cancer Care

- LNIVERSITY OF
¥ sU

BHEMODFELLREDNEXAD

Professor of Child Health and Cancer Care

Centre for Outcomes and
Experience Research in
Children's Health, lliness and
Disability

reat Ormond Street [z
Hospital for Children

Faith Gibson

For this session 3 key

areas willbe covered.... M

“TTnvolving childreninresearch™ '

1b Meaningtul assent
2 Information sharing
3 Asking children about how they are feeling

R -

DY 3aTISNE3D

I RIS FELEBEALCE

2FBERAFI DL

3FELITESB->TLV S ERFELCE

My focus throughout is
on the triad of
collaboration

o
The Parents

PARENTS/ HEALTHCARE
CARERS PROFESSIONALS

1. RESEARCH

ED=FBERISOULT,
Sh-oTERCE

[
The Parents

B/
TR

= i R e
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2016 RCPCH Charter

Research &Us”

Infants’, Children’s and Young People’s
Child Health Research Charter

What
you need

to know RCPCH

Paediatrics and Child Health

INEDAEE Vol.12(1) 2017

2016 RCPCH Charter

Research &Us”

Infants’, Children’s and Young People’s
Child Health Research Charter

What
you need

to know RCPCH

Paediatrics and Child Health

I N AI>MuMQY

emember it’s about me; involve and support me at evg
stage and keep me safe from harm.

mpower me, my family, and the people caring for me; h|
us to understand and feel more confident about researd

upport me, my family, and the people caring for me; givqg
us time to understand research processes, how to assesq
risks and benefits, and what it will mean to be involved.

ngage with me and my family; listen to our questions an
ideas, so we can help you to help us benefit from researd

ctively gain my consent or assent and explain my righ
to change my mind and withdraw at any time.

ights are important to me; my right to understand
research, be involved in decisions, be respected, and to
help others benefit from research.

ommunicate with me directly and clearly; make it easy
for me to talk to someone about the research when
| have questions or ideas.

elp others by sharing our stories; the things
that worked and the things that didn’t.

DELZENSEERZ TVTLESN, TRTORT—VICENTHEEH D E-RIETHIE. T
TRETLLNDESITLTLEELY,

FEFDRIE, EREOTKNBABEL /RT—L TS FAB A RITONTERL, £
EELTORSRIITL TS,

TR ERDRIE, BERB T DA EETRL TS AT b AR EDOT AL REERET B
HOBH, EDESITHBETHBEITONTEET 20D, HRICSMT HEDEBRSAN EEE
Br=h DEFRZEZEL,

FhERADRIFERDY B THZELY FA-B A, BT AFARNSR/ONSFIIICE>TH =L E
KIELTNDDIEEF B ABITONSESICFA-E D BB RICEEMET TS,

MBSO B b EL BT MR TESN, ZLTRABRREEEZ Y. WO THLE MY
EIMTESENSFADIERIZDONTEHREAL TS,

HERIEFAICEoTEEGIDTY  HIRISOVWTEELIY, BEREITSMISE BEENDHTY
ZLTHRA BN -ERTHINER T D LN TEDEFERITE>TREYLLNTY,

FEERZLTANYOFAZa =S —ar LTS BRPCERAH L L, N ERRITD
TOHFEMNLPTED LTS,

FIBDCEELIT Y HETHOMNERIF TS EF V=280, £ TGN o12EY
O ANIZSz7LTESN,

ood research must happen

«Children arent passive! -
even very young children can
(and do!) express their
wishes about how they want
to live their lives

*Research with children not
on children

Children and
clinical research:
ethical issues

_4’7_
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FARIE FELITHLTTIEAL,
FEHE—HEIT.

Children and
clinical research:
ethical issues




Resilience of children and families

Notjust ‘smalladults’...2
fundamentalissues

+The way in which children develop from
newborn babies to young adults

+ The role played
by children’s
parents (or
others taking on
the role ofa
parent)

What should parents
think about?

**Respect children as individuals

-

+ Recognise their
developing
capacity to make
decisions for
themselves

«» Concern for their
immediate and

longerterm welfare

Shared decision-making
Three situations
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Children and young people who can’t say
what they think about research, babies, very
young children, older children who are
unconscious, or just too unwell

Children and young people who can say what

they think about taking part in research, but
can’t yet make a decision on their own, could
include children as young as 3 years

Children and young people who are able to
make their own decision, but are not yet
treated as adults by the law of their country

. but responsibility
remains with
professionals

* Research Ethics Committees (RECs) must
balance protective and facilitative role

* Aninvitation to take partin research must
be a fair offer

* RECs must have
access to theright
expertise
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Resilience of children and families

Figure 1:a model of individualized assent
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My focus here is on the
triad of collaboration

2. INFORMATION GIVING
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England

Patient Experience Network
Restinking the experence

FIGURE A: Key components in shared
decision-making
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Information sharing
process

Maintaining openand honestpolicy
Maintaining hopeand spitit:
Child’s infomdion sharing preferences

Supporting an
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Sharing and ing i Y \Managing restricted

reGeig approach. Waning indusion (R ki

information Protecting from  |fInInormaton

information. sharing. Porauad|

Relying upon g
parents to parents to
information geton
brokers. board.

Wanting paeristo || Navigating
be information restricted
buffers. information
Tuning in orzoning || stance.
outfrom
information.
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Resilience of children and families

My focus here is on the
triad of collaboration

HEALTHCARE
PROFESSIONALS

PARENTS/
CARERS

3. ASKING CHILDREN ABOUT HOW THEY ARE FEELING

SiSom..... is an interactive patient-provider
communication ‘tool’ that gives children a
voice in their care and helps professionals to
individually tailor care to each child...........

< SiSom is a novel multi-platform application available as:
< aweb-based module
« astand alone application (which can be installed on a
|Pad/tablet)

< Rigorously developed using an iterative participatory design
process with both healthy children and children with cancer
< Children actively contributed to the interface, graphics and
child-friendly ~ terms

< SiSom has undergone usability testing with children in Norway,
the USA and Canada, now in the UK

My body At the

hospital
§J!<

https://vimeo.com/12623 66 17
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% SiSom [FSFETIZHLs anovel RILFISvhTH+—LIZH LT
TROLDIZHATEL7 I)r—23a0Th %:
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A—HYTA TR ENPTED T R 2RI+

My body At the

hospital
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https://vimeo.com/12623 6617
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My focus throughout
on the triad of
collaboration

S

Why......Because.......

“Being appropriately
informed “I'm quite
could...promote the scared of

what'’s waiting
for me”

opportunity for choice
and control in a

situation where there
has been very little”

You cant self
manage if you
don't understand,
so... "

“So you need to get it
clear to be in

charge of

yourself.” H 0
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Resilience of children and families

So we might avoid any of
the following

scenarios

«‘l had my kidney removed but | don’t know which

one’

‘| had ALL, but | don’t know what that means’

'l did not know there were long term side-effects,

every time | come to clinic | am told to worry
about something else’

< ‘When | went to the hospital | saw a stretchy

doctor’

‘] only come to clinic cos my mum tells me | have
to come, | don’t know why | come really’

RIS &bftﬂ;ﬁéw

S BIEEHHINTE, EobhbhoENo

S FAFALLIZA T E, BHRAHADEELY

< BREAS BRHEES TR ? 91 = 91K B =S, D
AIDELETSRIICEHNED.

S IRIEANTT o250, ALY FARGE—EEo1=&

P BERIADMTEIITESNLI) =Y VIR TNVE
T. AYOERTHMNFEA

Children’s Health, liness and

Thank You

Centre for Outcomes and
Experience Research in
Children's Health, lliness and
Disability
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Visit Our Lady’s Children’s Hospital Crumlin
OLCHCHA

Visit LauraLynn-IreLand’s Children’s Hospice
T-EHLDFAE RGN

T ANVT Y NIZB BRI AER (Overview
Hematology Oncology Service Ireland)

BB AFEHEDOHE (Nurse Education Hematology
Oncology)

- AY AR D HiE
with Cancer)

- EW7+a—7v 7 (Long Term Follow UP)

- #&AM14r 7 (Palliative Care)

(Teenagers and Young Adults

A RAEZDOR Y 3.5 (Hospice Formation)
- ¥R 7 (Terminal Care)
7)) —7% 7 (Grief Care)

Visit University College Dublin(UCD)
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