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Summary
Background:  Models  of  palliative  care  need  to  address  the  unmet  needs  of  children,  young
people and  families.
Objective:  To  undertake  an  integrative  review  to  identify  the  key  elements  of  optimal  paediatric
palliative care  from  the  perspectives  of  children  and  young  people  with  palliative  care  needs
and their  parents.
Please  cite  this  article  in  press  as:  Virdun,  C.,  et  al.  Elements  of  optimal  paediatric  palliative  care
for  children  and  young  people:  An  integrative  review  using  a  systematic  approach.  Collegian  (2014),
http://dx.doi.org/10.1016/j.colegn.2014.07.001

Data  sources:  Electronic  databases  including  CINAHL,  Medline,  PsycINFO  and  AMED  searched
using combined  terms  for  palliative  care,  service  models  and  children  along  with  reference  lists
of included  studies.
Study  selection:  Peer  reviewed  empirical  studies  reporting  on  evaluation  of  paediatric  palliative
care by  children  and  young  people  with  palliative  care  needs  (0—19  years),  or  their  families,
published  in  English,  between  2000  and  2013.  The  views  of  health  professionals  and  grey
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. Introduction

n  2010,  1229  infants  (≤1  year)  and  507  children  (aged  1—14
ears)  died  in  Australia  (Australian  Institute  of  Health  and
elfare,  2012).  The  actual  number  of  children  and  young
eople  who  required  and/or  accessed  paediatric  palliative
are  services  is  unknown.  A  proportion  of  these  deaths
ere  related  to  congenital  anomalies  (26%  of  infants),
ancer  (17%  of  children)  and  diseases  of  the  nervous  system
11%  of  children),  all  of  which  are  known  to  result  in  progres-

unknown  what  proportion  did  benefit.  Paediatric  palliative
care  encompasses:

‘‘.  .  .the  active  total  care  of  the  child’s  body,  mind  and
spirit,  and  also  involves  giving  support  to  the  fam-
ily.  It  begins  when  illness  is  diagnosed,  and  continues
regardless  of  whether  or  not  a  child  receives  treatment
directed  at  the  disease.’’  World  Health  Organisation
(1998,  p.  8)
Please  cite  this  article  in  press  as:  Virdun,  C.,  et  

for  children  and  young  people:  An  integrative  review
http://dx.doi.org/10.1016/j.colegn.2014.07.001

ive  debilitation  and  significant  symptom  burden  (Australian
nstitute  of  Health  and  Welfare,  2012).  It  is  likely  that  many
f  these  children,  young  people  and  their  families  would
ave  benefited  from  access  to  paediatric  palliative  care  but
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 appraisal  completed  by  two  researchers,  consensus  reached

ata  extracted  by  two  researchers,  entered  into  an  electronic
 narrative  approach.
tified  of  which  two  were  quantitative,  one  was  qualitative  and
sis  highlighted  the  need  for  tailored  support  enabling  flexibility
to  location  of  care  and  access  to  psychosocial  support,  24  h
d  sibling  support.

 care  should  be  flexible,  responsive  and  tailored  to  the  needs  of
t  evaluation  of  models  of  care  that  incorporate  these  elements
.
ing  Ltd.  Published  by  Elsevier  Ltd.
al.  Elements  of  optimal  paediatric  palliative  care
 using  a  systematic  approach.  Collegian  (2014),

Whilst  adult  specialist  palliative  care  services  care  pre-
ominately  for  people  with  cancer,  paediatric  specialist
alliative  care  services  care  for  children,  adolescents  and
oung  adults  with  a  wide  range  of  life  limiting  conditions,

dx.doi.org/10.1016/j.colegn.2014.07.001


 IN PRESS+Model

3

allow  for  the  data  from  diverse  sources  (quantitative,  qual-
itative  and  mixed  method  studies)  to  be  considered  and
provide  a  more  holistic  understanding  of  this  topic  from
the  consumer  perspective  (Whittemore  &  Knafl,  2005).  A
systematic  approach  was  used  to  identify  included  studies,
appraise  their  quality,  extract  and  analyse  data  and  present
findings  in  a  usable  format  (Whittemore  &  Knafl,  2005).  Syn-
thesis  of  the  data  was  via  narrative  analysis  (Popay  et  al.,
2006).

3.1.  Eligibility  criteria

Empirical  studies  of  any  design  were  included  if  they  were
reported  in  an  English-language  peer-reviewed  journal,
published  between  2000  and  2013  and  reported  primary
data  evaluating  models  of  paediatric  palliative/hospice  care
for  children  and  young  people  aged  0—19  years  and/or
their  parents  from  the  perspectives  of  children/young  peo-
ple/parents  themselves.

3.2.  Information  sources  and  search  strategy

Electronic  databases  were  searched  in  December  2012  and
included  Cumulative  Index  of  Nursing  and  Allied  Health
Literature  (CINAHL),  Medline;  PsycINFO  and  Allied  and  Com-
plementary  Medicine  Database  (AMED).  Searches  combined
terms  for  palliative  care,  service  models  and  children  (see
Box  1  for  an  example);  terms  for  palliative  care  were
those  recommended  by  the  Australian  knowledge  network,
CareSearch  (CareSearch,  2013).  The  reference  lists  of  all
included  reviews  were  searched  manually  for  further  rele-
vant  articles.

Box  1  Search  terms
1.  exp  advance  care  planning/OR  exp  attitude

to  death/OR  exp  bereavement/OR  exp  termi-
nal  care/OR  exp  hospices/OR  exp  life  support
care/OR  exp  palliative  care/OR  exp  terminally
ill/OR  death/OR  palliate$.mp  OR  hospice$.mp  OR
terminal  care.mp

2.  (dying.mp  OR  death.mp  OR  end  of  life.mp)  AND
(imminen$.mp  OR  nearing.mp  OR  last  day$.mp  OR
last  week.mp  OR  last  hour$.mp  OR  final  day$.mp  OR
final  week.mp  OR  final  hour$.mp  OR  critical  path-
way$.mp)

3.  1  OR  2
4. exp  delivery  of  health  care/AND  (exp  models,  the-

oretical/OR  exp  models,  economic/)
5.  3  AND  4
6.  child,  children,  infant,  preschooler,  school  age,  ado-

lescent,  young  person,  young  people  (all  searched
ARTICLECOLEGN-276; No. of Pages 11
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including  neurological,  genetic,  respiratory  and  metabolic
conditions  as  well  as  cancer  (Chan  &  Webster,  2013;  Clark,
Sheward,  Marshall,  &  Allan,  2012;  Department  of  Health
Western  Australia,  2009;  NSW  Health,  2011).  The  devel-
opment  of  specialist  paediatric  palliative  care  services  in
the  1990s  largely  evolved  out  of  children’s  differing  illness
profiles  and  developmental  needs,  and  recognition  of  the
importance  of  providing  family  centred  care.  Family  centred
care  is  defined  as  ‘an  approach  to  the  planning,  delivery,  and
evaluation  of  health  care  that  is  grounded  in  mutually  ben-
eficial  partnerships  among  health  care  providers,  patients,
and  families’  (Institute  for  Patient  and  Family  Centred  Care,
2010).

In  Australia,  specific  state-level  plans  for  paediatric  pal-
liative  care  are  current  in  New  South  Wales  (NSW)  (NSW
Health,  2011),  Victoria  (Department  of  Human  Services
Victoria,  2008)  and  Western  Australia  (Department  of  Health
Western  Australia,  2009).  Most  Australian  paediatric  health
care  services  care  for  children  and  adolescents  up  to  the  age
of  16  years  (NSW  Health,  2010)  but  variance  in  the  age  at
transition  to  adult  services  is  noted  (Greater  Metropolitan
Clinical  Taskforce,  2006).

Similar  to  other  parts  of  the  developed  world,  some  Aus-
tralian  state  based  health  services  are  currently  trying  to
configure  the  best  models  of  paediatric  palliative  care  that
are  family  centred  and  have  the  capacity  to  provide  care
over  a  large  geographical  area,  for  clinically  diverse  popu-
lations  with  varying  levels  of  need.  It  is  estimated  that
approximately  160  children  per  annum  accessed  special-
ist  paediatric  palliative  care  in  2006—2008  (NSW  Health,
2011).  However,  while  Australian  specialist  paediatric  pal-
liative  care  occasions  of  service  data  is  available,  there  is  no
mechanism  to  capture  the  extent  to  which  children,  young
people  and  families  have  accessed  additional  palliative  care
services  from  primary  health  care  providers.  There  is  also
minimal  data  regarding  the  use  of  paediatric  palliative  care
services  by  children,  young  people  and  families  from  socially
disadvantaged,  vulnerable  or  diverse  cultural  backgrounds,
including  Aboriginal  and  Torres  Strait  Islander  families  (NSW
Health,  2011).  This  paper  has  adopted  a  definition  of  model
of  care  as  that  which  ‘describes  the  delivery  of  health  care
within  the  broader  context  of  the  health  system’  (Davidson,
Halcomb,  Hickman,  Phillips,  &  Graham,  2006,  p.  49).  Deter-
mining  the  elements  of  care  that  are  important  to  children,
young  people  and  families  in  relation  to  end  of  life  care  is
an  important  priority  to  inform  the  development  of  models
of  paediatric  palliative  care.

2. Aim

We  aimed  to  identify  the  key  elements  of  optimal  models
of  paediatric  palliative  care  from  the  perspectives  of  chil-
dren  and  young  people  with  palliative  care  needs  and  their
parents.

3. Method
Please  cite  this  article  in  press  as:  Virdun,  C.,  et  al.  Elements  of  optimal  paediatric  palliative  care
for  children  and  young  people:  An  integrative  review  using  a  systematic  approach.  Collegian  (2014),
http://dx.doi.org/10.1016/j.colegn.2014.07.001

An  integrative  review  was  undertaken  to  identify  the  child,
young  person  and  family  perspectives  on  the  important  ele-
ments  of  care  within  any  model  of  paediatric  palliative  care.
Integrative  review  methodology  was  adopted  as  it  would

independently  with  ‘OR’)
7. 5  AND  6
8.  Limit  ‘7’  with  2000  —  current  and  English  language

dx.doi.org/10.1016/j.colegn.2014.07.001
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Table  1  Quality  appraisal  of  included  articles.

Article  Noyes  et  al.
(2013)

Amery  et  al.
(2009)

Kirk  and
Pritchard
(2012)

Knapp  et  al.
(2008)

Vickers
et  al.  (2007)

Monterosso
et  al.  (2007)

Steele
(2000)

Level  (as  per  NHMRC)  IV  IV  IV  IV  IV  IV  IV
Quality of  methods  2  3  3  2  3  2  4
Relevance to  question  4  3  4  3  3  3  3
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Evaluator/s  CV/TL  CV/TL  CV/TL

.3.  Study  selection

rticles  returned  from  the  electronic  database  searches
ere  imported  into  Endnote  (version  X5)  and  coded  by  two

esearchers  (CV  and  NB)  against  inclusion  criteria.

.4.  Data  collection  and  items

ata  were  extracted  by  two  researchers  (CV  and  NB)  and
ntered  into  an  electronic  proforma  in  Word.  Data  items
xtracted  included  the  country,  level  of  evidence,  focus,
tudy  design,  sample,  intervention,  findings,  implications
nd  elements  of  care.

.5.  Bias  rating

uality  appraisal  of  potential  studies  was  completed  inde-
endently  by  2  researchers  (CV  and  TL)  using  the  APRAC
uidelines:  evidence  evaluation  tool  (Commonwealth  of
ustralia,  2006).  These  two  researchers  then  met  with  a
hird  member  of  the  research  team  (NB)  for  discussion  to
ain  consensus  (Table  1).

.6.  Synthesis

 narrative  approach  to  synthesis  was  undertaken  by  two
esearchers  (CV  and  NB).  A  narrative  approach  allowed  for
he  broad  range  of  designs  and  methods  to  be  integrated.
he  synthesis  followed  a  combination  of  methods  recom-
ended  by  Popay  et  al.  (2006),  notably  tabulation  and

ontent  analysis  (refer  Table  2).  Each  full  text  article  was
ead  by  two  independent  reviewers  and  initial  theming  con-
idered.  Following  this,  both  researchers  met  to  discuss  and
gree  on  final  themes  relating  to  optimal  elements  of  care
or  paediatric  palliative  care  (Table  2).

Levels  of  evidence  generated  by  each  study  were  classi-
ed  according  to  the  National  Health  and  Medical  Research
ouncil  (NHMRC)  classifications  I—IV  (National  Health  and
edical  Research  Council,  2005).

. Results
Please  cite  this  article  in  press  as:  Virdun,  C.,  et  

for  children  and  young  people:  An  integrative  review
http://dx.doi.org/10.1016/j.colegn.2014.07.001

.1.  Study  selection

he  initial  search  returned  a  total  of  207  articles  that,  after
eview  against  inclusion  criteria,  resulted  in  seven  articles

R
T
e

CV/TL  CV/TL  CV/TL  CV/TL

eing  included  (see  Figure  1).  A  record  of  excluded  articles
s  available  on  request.

.2.  Study  characteristics

tudy  design: Each  study  was  designed  to  collect  sat-
sfaction  and  needs-related  data  on  existing  or  newly
eveloped  paediatric  palliative  care  services,  including  hos-
ice  and  outreach  models  of  care.  The  majority  used  a
ixed  methods  design  (n  =  4)  (Amery,  Rose,  Holmes,  Nguyen,

 Byarugaba,  2009;  Kirk  &  Pritchard,  2012;  Monterosso,
ristjanson,  Aoun,  &  Phillips,  2007;  Noyes  et  al.,  2013),
wo  were  quantitative  studies  (Knapp  et  al.,  2008;  Vickers,
hompson,  Collins,  Childs,  &  Hain,  2007)  and  the  remainder

 qualitative  study  (Steele,  2000).  No  experimental  designs
ere  located.  Most  studies  used  a  combination  of  surveys
nd/or  interviews  to  obtain  parent  and  child  perspectives
n  paediatric  palliative  care.  The  qualitative  study  used

 grounded  theory  approach  to  enhance  understanding  of
amily  experiences  of  care  (Steele,  2000).

Location:  The  majority  of  studies  were  undertaken  in  the
eveloped  world  (n  = 6)  with  three  studies  from  the  United
ingdom  and  one  each  from  Uganda,  Australia,  Canada  and
he  United  States  of  America  (US).

Participants: All  studies  included  parents  as  participants,
nd  three  studies  included  parents  and  children/young  peo-
le  (Amery  et  al.,  2009;  Kirk  &  Pritchard,  2012;  Noyes  et  al.,
013).  Collectively,  these  studies  represented  the  views  of
067  parents/family  members  and  29  children,  8 of  whom
ere  noted  as  participating  passively.  The  survey  based

tudies  had  response  rates  of  approximately  50%  (Kirk  &
ritchard,  2012;  Knapp  et  al.,  2008;  Monterosso  et  al.,  2007).
n  one  study,  recruitment  was  hampered  due  to  physician
oncern  about  potential  distress  to  families  even  though
thics  approval  had  been  obtained  (Monterosso  et  al.,  2007).
he  age  range  of  children  varied  considerably  across  stud-

es,  from  0  to  19  years.  One  study  reported  exclusively  on
hildren  with  an  oncological  diagnosis  (Vickers  et  al.,  2007),
wo  studies  on  non-oncological  diagnoses  (Kirk  &  Pritchard,
012;  Steele,  2000) and  four  studies  on  both  oncological  and
on-oncological  diagnoses  (Amery  et  al.,  2009;  Knapp  et  al.,
008;  Monterosso  et  al.,  2007;  Noyes  et  al.,  2013).

.3.  Synthesis
al.  Elements  of  optimal  paediatric  palliative  care
 using  a  systematic  approach.  Collegian  (2014),

ecurrent  findings  identified  by  synthesis  are  shown  in
able  2. Studies  identified  the  need  for  tailored  support  to
nable  flexibility  in  care,  with  specific  reference  to  location

dx.doi.org/10.1016/j.colegn.2014.07.001
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Table  2  Study  characteristics.

Author  Focus  Study  design Participants Diagnoses  Optimal  elements  of  paediatric  palliative
care

Noyes  et  al.  (2013)
United  Kingdom

Determine  child  and
parent  preferences
for  end  of  life  care

Mixed  methods
(interview)

17  parents  (12  mothers/5
fathers);
11  children  aged  0—19  years
(3 active/8  passive)

Oncological  and
non-oncological
conditions

Parents  and  children  valued:
• 24  h  specialist  support
• Home  care  support
• Psychosocial  support
•  Flexibility  in  location  of  care
• Bereavement  support

Kirk  and  Pritchard
(2012)
United  Kingdom

Describe  parent  and
child  perspectives  on
a children’s  hospice

Mixed  methods:
Survey  and  interview

108/217  parents  survey  (RR:
498%)
Interview:  12  parents  and  7
children  (age  M  =  1494  years
SD  =  754)

Non-oncological
conditions  (97%)

Parent  supported  by:
• A  break  from  caring/respite
• Enabling  time  for  other  children
• Access  to  trusted  staff
• Bereavement  support
•  Activities  for  other  children

Amery  et  al.
(2009)
Uganda

An  evaluation  of  a
nurse  led  and
volunteer  supported
children’s  palliative
care  service

Mixed  methods:
Chart  audit  and
semi-structured
interview

12  parent/guardians  and  11
children  (age  not  reported)

Oncological  and
non-oncological
conditions

Parent  and  child  perspectives  of  service
strengths:
• Symptom  control  (100%)
• Play  and  education  (80%  children;  58%
caregivers)
• Supportive  staff  (80%  of  children)

Knapp  et  al.
(2008)
USA

To  describe  a  new
programme  of
palliative  care  for
children  with
life-limiting  diagnosis

Descriptive  study:
Retrospective
telephone  survey

Parents  of  children  enrolled
in  hospice  service  (n  =  468)
RR:  53%  and  40%  of  two
consecutive  years

Oncological  and
non-oncological
conditions

Parents  highly  satisfied  with  service
(83—85%).  Services  children  received
include:
• Support  counselling  42—49%
•  Respite  20—23%
•  Activity  therapies  8—20%
• Nursing  care  13—17%

Vickers  et  al.
(2007)
United  Kingdom

Describe
effectiveness  of  an
outreach  model  of
paediatric  palliative
care

Descriptive  study:
Prospective
questionnaire  survey

Parents  of  164  children  (age
M =  89,  range  4  months—18
years)  from  20  centres

Oncological
conditions

Preferred  location  for  death:  Home  (68%)  at
outset  of  diagnosis;  Home  (80%)  within  a
month  of  death.
•  Child  died  in  preferred  location:  86%
• 24  h  on-call  support  provided
• Multidisciplinary  care  provided
• Complementary  therapies  used  by  66%  of
sample
• Bereavement  support  provided  by
outreach  nurses

dx.doi.org/10.1016/j.colegn.2014.07.001
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Table  2  (Continued)

Author  Focus  Study  design  Participants  Diagnoses  Optimal  elements  of  paediatric  palliative
care

Monterosso  et  al.
(2007)
Australia

Parent  perspectives
on extent  of  service
provision,  and
facilitators  and
barriers  to  supportive
palliative  care

Mixed  methods:
Questionnaires  and
semi-structured
interviews

257  eligible  parents
approached  and  129
consented  (RR-50%)

110  parents  of  children  with
non-oncological  condition:
M =  18  years  (SD  ±296)

19  parents  of  children  with
cancer:  M  =  6  years  (SD:  454)

Oncological  and
non-oncological  (85%)

•  Parents  prefer  to  care  for  children  at
home
• Parents  of  children  with  cancer  felt  well
informed.  Parents  of  children  with
non-oncological  condition  did  not
• Palliative  care  not  well  understood
• Parents  expect  professionals  to  have
specialist  paediatric  knowledge  and
experience
• Respite  care  insufficient

Steele  (2000)

Canada

To  enhance
understanding  of  the
experiences  of
families  with  a  child
with  a
neurodegenerative
life  threatening
illness  (NLTI)

Qualitative  Study:
Grounded  theory

8  families  (comprising  29
members)  of  10  children  (6
boys  and  4  girls  aged  3—13
years)  with  a  NLTI

Non-oncological  •  Key  themes  including  entering  unfamiliar
territory,  shifting  priorities,  creating
meaning  and  holding  the  fort
• Experiences  took  place  in  contexts  of
acute  care  and  the  family’s  sociocultural
environment
• The  experience  was  moderated  by  their
relationships  with  health  care  providers,
availability  of  information,  gender
differences  and  communication  between
parents

Acronyms: RR, response rate; M, mean; SD, standard deviation.

dx.doi.org/10.1016/j.colegn.2014.07.001
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Figure  1  Flowch

of  care  and  psychosocial  support,  24  h  access  to  specialist
support,  respite  care  and  support  for  siblings.

4.4.  Location  of  care

The  importance  of  location  of  care  was  explicitly  referred  to
in  three  of  the  seven  studies  (Monterosso  et  al.,  2007;  Noyes
et  al.,  2013;  Vickers  et  al.,  2007).  Each  of  these  studies
identified  a  preference  for  care  at  home  whenever  possi-
ble.  However,  in  one  study  a  third  (32%)  of  participants  did
not  express  a  preference  for  care  at  home  at  the  outset  of
care,  with  this  figure  changing  to  80%  expressing  a  desire
for  care  at  home  as  the  child  deteriorated  in  the  last  month
of  life  (Vickers  et  al.,  2007).  The  need  for  flexibility  was
also  reported  by  Noyes  et  al.  (2013)  who  found  that  families
often  changed  their  mind  about  the  location  of  care  at  short
notice  following  a  change  in  the  child’s  condition.

4.5.  Psychosocial  support
Please  cite  this  article  in  press  as:  Virdun,  C.,  et  

for  children  and  young  people:  An  integrative  review
http://dx.doi.org/10.1016/j.colegn.2014.07.001

Psychosocial  support  was  explicitly  referred  to  in  three  of
the  seven  studies  (Kirk  &  Pritchard,  2012;  Knapp  et  al.,
2008;  Noyes  et  al.,  2013).  Psychosocial  support  through-
out  the  child’s  illness  trajectory  and  into  bereavement  for

c
e
r
e

of  search  results.

hildren,  siblings  and  parents  were  considered  to  be  a  cru-
ial  element  of  effective  paediatric  palliative  care  (Kirk  &
ritchard,  2012;  Knapp  et  al.,  2008;  Noyes  et  al.,  2013).  Sup-
ortive  counselling  was  accessed  by  approximately  half  the
amilies  in  a  service  where  parents  stated  they  were  highly
atisfied  with  the  care  provided  (Knapp  et  al.,  2008).  Par-
nts  also  expressed  a desire  to  have  bereavement  support
rovided  by  a  professional  who  knew  and  had  been  involved
n  the  care  of  the  deceased  child  (Noyes  et  al.,  2013).

.6.  Respite  care

espite  care  was  identified  as  important  in  four  of  the
even  studies  (Kirk  &  Pritchard,  2012;  Knapp  et  al.,  2008;
onterosso  et  al.,  2007;  Noyes  et  al.,  2013),  with  the  level
f  access  and  quantity  important  determinants  of  effective-
ess.  However,  one  study  (Monterosso  et  al.,  2007)  identified
hat  respite  care  was  often  perceived  to  be  both  insufficient
nd  inequitable  in  terms  of  access.  To  enable  skilled  and
ptimal  care  for  children  and  young  people  with  rare  and
omplex  conditions,  staff  are  required  to  understand  the
al.  Elements  of  optimal  paediatric  palliative  care
 using  a  systematic  approach.  Collegian  (2014),

hild’s  care  needs  prior  to  the  period  of  respite  (Monterosso
t  al.,  2007).  Similarly,  Kirk  and  Pritchard  (2012)  found  that
espite  care  provides  the  best  support  to  families  when  par-
nts  trust  their  child’s  respite  team,  while  Noyes  et  al.

dx.doi.org/10.1016/j.colegn.2014.07.001
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2013)  found  that  families  value  respite  care  provided  by
ospices.  Over  a  fifth  (20—23%)  of  parents  noted  that  they
ccessed  respite  care  with  this  being  the  second  highest
ervice  element  used  (Knapp  et  al.,  2008).  Knapp  et  al.
2008)  identified  that  parents  were  most  satisfied  when
he  following  were  provided:  care  coordination,  expressive
herapies,  pain  and  symptom  consultation,  nursing  care,
ersonal  care,  respite  care  and  supportive  counselling.

.7.  Support  is  provided  by  specialists  in
aediatric care

aving  access  to  a  specialist  paediatric  team  was  considered
rucial  by  parents  (Monterosso  et  al.,  2007;  Noyes  et  al.,
013),  as  was  access  to  specialist  support  across  the  24  h
eriod  (Noyes  et  al.,  2013).  Most  studies  identified  parents’
reference  for  paediatric  practitioners  to  provide  effective
are  for  children/young  people  with  palliative  care  needs,
ather  than  having  to  source  support  from  services  with  adult
alliative  care  expertise  (Kirk  &  Pritchard,  2012;  Monterosso
t  al.,  2007;  Noyes  et  al.,  2013;  Vickers  et  al.,  2007).

.8.  Sibling  support

n  one  of  the  studies  parents  reported  support  offered  to
iblings  throughout  the  palliative  care  phase  and  after-
ards  into  bereavement  as  valuable  and  important  (Kirk  &
ritchard,  2012).  Sibling  support  that  was  considered  most
elpful  included:  arranged  activities,  opportunities  for  net-
orking  with  other  siblings  within  the  hospice  environment
nd  indirect  sibling  support  provided  through  respite  care
or  the  unwell  child,  allowing  siblings  to  spend  more  quality
ime  with  their  parents.  It  was  noted  that  additional  activ-
ties  and  focus  for  older  siblings  in  their  mid  to  late  teens
as  considered  beneficial  (Kirk  &  Pritchard,  2012).

.9.  Other

he  grounded  theory  study  examined  family  perspectives
n  caring  for  a  child  with  neurodegenerative  life  threaten-
ng  illness  dying  at  home  (Steele,  2000)  and  identified  four
ey  themes,  namely:  entering  unfamiliar  territory,  shifting
riorities,  creating  meaning  and  holding  the  fort.  Parents
escribed  the  additional  demands  they  experienced  as  they
avigated  uncharted  territory  and  their  feelings  of  isola-
ion  created  by  caring  for  a  dying  child  at  home  with
hese  feelings  moderated  by  having  sustained  and  positive
elationships  with  health  care  professionals.  Although  not
xplicitly  stated,  it  is  implied  that  parents  valued  their
elationships  with  primary  health  care  providers  in  the  com-
unity  and  tertiary  setting.
A  study  undertaken  in  a  developing  country  where  access

o  basic  needs  of  life  is  limited,  not  surprisingly  found  that
he  provision  of  medications  for  pain  and  symptom  control,
ood  and  basic  support  needs  such  as  blankets,  mosquito  nets
nd  small  amounts  of  money  were  most  valued  by  parents
Please  cite  this  article  in  press  as:  Virdun,  C.,  et  

for  children  and  young  people:  An  integrative  review
http://dx.doi.org/10.1016/j.colegn.2014.07.001

Amery  et  al.,  2009).  In  this  study,  both  children  and  par-
nts  appreciated  the  volunteer  play  and  education  service
rovided  by  the  palliative  care  service,  and  the  opportunity
o  develop  supportive  relationships  with  other  children  and
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taff.  Location  of  care  was  not  identified  by  parents,  as  a
oncern,  even  though  the  palliative  care  service  provided
are  to  children  in  hospital  and  in  the  community  (Amery
t  al.,  2009).

. Discussion

his  review  set  out  to  identify  the  key  elements  enabling
ptimal  paediatric  palliative  care  for  children,  young  people
nd  their  parents.  Whilst  the  outcomes  of  this  review  cannot
rovide  definitive  information  on  effectiveness  due  to  the
ack  of  high  quality  data,  it  can  provide  insights  into  what
arents  perceive  as  being  important  when  caring  for  a  dying
hild.  In  particular,  the  evidence  emphasised  the  need  for
ailored  support  to  enable  flexibility  in  care  and  highlights
he  importance  of  location  of  care,  psychosocial  support,
4  h  specialist  support,  respite  care  and  support  for  siblings.
oreover,  this  review  emphasises  the  need  for  additional
ata  to  understand  the  perspectives  of  children  in  relation
o  their  end  of  life  needs.

Service  provision  across  various  locations  of  care  (inpa-
ient  and  ambulatory  care)  as  well  as  being  close  to  home
as  noted  as  a  key  element  to  enable  optimal  paediatric
alliative  care.  One  of  the  major  challenges  for  services  is
o  deliver  this  care  irrespective  of  where  the  child  and  their
amily  live,  which  is  a  considerable  challenge  in  Australia
ith  its  dispersed  population  (Hynson  &  Drake,  2012).  In
rder  to  deliver  care,  regardless  of  geography,  it  may  be
ore  appropriate  and  effective  for  specialist  paediatric  pal-

iative  care  teams  to  support  the  child’s  usual  paediatric
eam  to  provide  primary  palliative  care,  with  the  specialist
alliative  care  team  taking  on  this  role  and  intervening  if
he  child,  young  person  and/or  family  have  more  complex
are  needs.  This  requires  specialist  paediatric  palliative  care
ervices  to  work  in  collaboration  with  other  primary  pallia-
ive  care  providers  such  as  community  based  health  care
roviders,  general  practitioners,  generalist  community  nurs-
ng  services  and  community  based  palliative  care  services
Department  of  Health  Western  Australia,  2009;  Department
f  Human  Services  Victoria,  2008;  NSW  Health,  2011).  Adopt-
ng  a  primary  palliative  care  model  ensures  that  families
ontinue  to  have  access  to  specialist  paediatric  expertise
Monterosso  et  al.,  2007;  Noyes  et  al.,  2013).  Any  paediatric
alliative  care  model  that  is  developed  needs  to  be  based
ithin  principles  of  family  centred  care,  ensure  24  h  access

o  care  and  access  to  specialist  palliative  care  as  required.
ased  on  the  evidence  in  the  literature,  a  primary  palliative
are  model  can  be  potentially  delivered  via:  a  consultative
odel;  or  ‘pop-up  model’  (NSW  Health,  2011).

.1.  A  consultative  model

 consultative  model  of  paediatric  palliative  care  is  config-
red  to  provide  specialist  support  and  advice  to  the  child’s
rimary  palliative  care  team.  In  this  model,  the  child/young
erson  and  family  are  cared  for  by  their  usual  health  care
eam,  ensuring  continuity  of  care  throughout  the  child’s  ill-
al.  Elements  of  optimal  paediatric  palliative  care
 using  a  systematic  approach.  Collegian  (2014),

ess  trajectory.  Ideally  specialist  palliative  care  advice  is
rovided  by  a  paediatric  palliative  care  service.  Where  that
s  not  possible,  an  adult  palliative  care  service  providing
are  ought  to  be  working  in  partnership  with  the  primary

dx.doi.org/10.1016/j.colegn.2014.07.001
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palliative  care  team,  including  the  paediatric  specialists,
so  as  to  ensure  that  they  are  providing  the  most  appro-
priate  paediatric  palliative  care.  This  consultative  model
maximises  the  availability  of  the  relatively  few  specialised
paediatric  palliative  care  professionals  (NSW  Health,  2011)
and  ensures  that  the  unique  palliative  care  needs  of  chil-
dren,  young  people  and  families  are  met,  irrespective  of
diagnosis.  This  requires  supporting  the  primary  palliative
care  team  to  deliver  the  best  evidence  based  paediatric  pal-
liative  care.  One  of  the  challenges  of  this  model  is  that  the
small  numbers  and  sporadic  nature  of  paediatric  palliative
care  makes  it  difficult  for  primary  palliative  care  profession-
als  to  maintain  their  capabilities  in  this  area.

5.2.  ‘Pop  up  team  —  shared  care’  model  of
palliative  care

In  response  to  these  issues  and  to  strengthen  the  consul-
tative  model,  the  potential  for  a  ‘pop  up  team  —  shared
care’  model  of  palliative  care  has  been  proposed  (NSW
Health,  2011).  This  negotiated  model  of  care  originally
developed  for  rural/remote  adult  services  (White  et  al.,
2004)  includes  tailoring  a  team  around  a  child/young  per-
son  and  their  family’s  unique  needs,  composed  of  primary
palliative  care  providers  (primary  health  services,  commu-
nity  based  services)  as  well  as  specialist  paediatric  palliative
care  providers.  Such  teams  are  quickly  established  and
responsive  to  need,  and  can  remain  in  place  for  the  entire
illness  duration  from  diagnosis  through  to  bereavement.  The
policy  framework  for  the  pop  up  model  describes  the  need
to  develop  triggers  for  referrals,  re-assessments  and  re-
referrals  to  ensure  timely  care  is  provided  (NSW  Health,
2011).  Care  coordination  is  noted  as  a  central  component
for  the  proposed  model  of  care,  from  either  a  primary  or
specialist  care  provider,  with  roles  and  responsibilities  of  all
team  members  negotiated  and  made  explicit.  After  hours
support  via  shared  care  is  proposed  to  enable  statewide  sup-
port  (NSW  Health,  2011).  As  yet,  evidence  is  lacking  for  this
pop-up  model.  However,  this  model  does  address  the  areas
that  this  review  has  identified  as  being  important  to  chil-
dren  and  families,  namely:  flexibility  in  location  of  care,
psychosocial  support  through  to  bereavement  and  the  avail-
ability  of  24  h  specialist  support.  What  is  less  clear  is  how
this  model  would  ensure  other  key  elements  identified  in
this  review,  such  as  respite  availability,  support  for  siblings
and  access  to  paediatric  professionals  at  all  times,  would
be  provided.  However,  given  the  expansion  in  technological
innovations,  access  to  virtual  specialist  paediatric  profes-
sional  support  could  be  made  possible  through  e-health
platforms  and  access  to  parental  and  sibling  support  via
on-line  peer-support  forums.

Access  to  skilled  respite  care  for  children/young  people
requiring  palliative  care  is  required  to  enable  their  fami-
lies  to  have  a  break  and  to  better  support  siblings  (Kirk
&  Pritchard,  2012;  Knapp  et  al.,  2008;  Monterosso  et  al.,
2007;  Noyes  et  al.,  2013).  The  degree  to  which  respite  care
is  accessible  for  children/young  people  and  families  (either
Please  cite  this  article  in  press  as:  Virdun,  C.,  et  

for  children  and  young  people:  An  integrative  review
http://dx.doi.org/10.1016/j.colegn.2014.07.001

through  inpatient  hospice  care  or  community  care)  within
Australia  remains  unclear,  but  it  is  evident  that  a  creative
approach  is  required  to  ensure  that  all  children  in  need  have
access  to  this  support  regardless  of  where  they  live.
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In  Australia,  the  development  of  specialist  paediatric  pal-
iative  care  services  has  been  ad  hoc  and  local  rather  than
lanned  and  national  (Hynson  &  Drake,  2012;  Monterosso,
ristjanson,  &  Phillips,  2009)  with  various  models  of  pae-
iatric  palliative  care  evolving  in  accordance  with  the
trengths  of  local  clinicians,  the  needs  of  the  local  region
nd  available  resources.  Jurisdictional  palliative  care  strate-
ies  in  NSW,  VIC,  WA  and  SA  are  trying  to  address  this
ssue  with  state-wide  models  of  paediatric  palliative  care
n  various  stages  of  implementation.  The  extent  to  which
onsumers  have  been  consulted  or  contributed  to  the  devel-
pment  of  paediatric  palliative  services  is  not  clear.  There  is
ome  discussion  of  strategies  to  involve  consumers  evident
ithin  policies  developed  by  NSW  and  Victoria  (Department
f  Human  Services  Victoria,  2008;  NSW  Health,  2011).  How-
ver  this  review,  shaped  by  perspectives  of  parents  (and

 small  proportion  of  children/young  people),  outlines  key
reas  that  do  correlate  with  many  areas  of  policy  and  current
ervice  delivery.

This  review  also  identified  that  parents’  perceived  needs
ay  be  different  for  families  in  developing  nations  or

n  very  remote  and/or  underserviced  communities,  where
ddressing  the  basic  needs  of  life  are  required  before  higher
evel  palliative  care  needs  can  be  addressed.

.3.  Limitations  of this  review

he  key  limitation  of  this  review  relates  to  the  lack  of
mpirical  studies  to  identify  best  practice  paediatric  pal-
iative  care  or  to  identify  which  components  of  a  model
f  care  contribute  to  optimal  care,  from  the  perspective
f  parents  and  children/young  people.  Of  significance  is
he  very  small  number  of  children/young  people  included
cross  samples  so  we  are  working  with  data  principally  taken
rom  a  proxy,  being  their  parents.  This  lack  of  empirical
vidence  does  not  correlate  with  an  absence  of  innova-
ive  or  excellent  practices.  However,  this  does  show  a  lack
f  evaluation  and  outcome  measurement  to  inform  future
are/improvement.  It  is  clear  that  there  is  a  need  for
rospective,  longitudinal  studies  that  look  at  needs  sep-
rately  from  satisfaction.  Inclusion  criteria  for  this  study
ocused  on  the  perspectives  from  parents  and  children  only
n  relation  to  paediatric  palliative  care  needs.  This  may  have
xcluded  valuable  information  and  insights  from  health  care
rofessionals  working  within  paediatric  palliative  care.  Grey
iterature  was  also  excluded  and  this  could  also  contribute
o  the  understanding  of  this  complex  area  of  health  care.
inally  this  review  only  included  papers  written  in  English
nd  published  from  the  year  2000.  Although  evidence  is
vailable  to  suggest  limiting  searches  to  English  language
ata  only  does  not  create  a  bias  (Morrison  et  al.,  2012),  the
esting  of  bias  is  not  yet  available  in  relation  to  qualitative
nd  poorer  quality  studies  upon  which  this  study  relies.

.4.  Implications  for  research

utcome  measurement  in  relation  to  models  of  paedi-
al.  Elements  of  optimal  paediatric  palliative  care
 using  a  systematic  approach.  Collegian  (2014),

tric  palliative  care  is  not  described  within  these  studies
nd  requires  further  attention.  Furthermore,  an  analysis  of
npublished  data  from  service  satisfaction  surveys  and  pub-
ished  policy  documents  would  be  useful.  Consideration  also
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eeds  to  be  given  to  the  benefits  and  limitations  of  models  of
are  for  either  all  children/young  people  with  palliative  care
eeds  or  condition  specific  models.  It  is  difficult  to  make
ecommendations,  given  the  absence  of  outcome  data  for
urrent  models  of  care.  Evaluation  of  shared  specialist  pal-
iative  care  models  of  care  involving  adult  and  paediatric
ervices  and  the  pop-up  model  of  care  are  urgently  required,
specially  given  the  fact  this  is  the  model  advocated  by  NSW
olicy  (NSW  Health,  2011),  using  appropriately  designed
tudies  to  better  inform  future  optimal  models  of  care.
lternate  operationalisations  of  family  centred  care  should
uide  prospective  longitudinal  comparisons.  Furthermore,
nvestigating  mechanisms  to  allow  children’s  perspectives
o  be  integrated  into  this  outcome  measurement  is  warran-
ed.  There  is  also  a  need  to  develop  and  test  novel  models
f  respite  care  so  that  this  element  of  care  can  be  better
ddressed.

. Conclusion

amily  centred  care  and  empirical  knowledge  should  drive
he  development  of  optimal  models  of  paediatric  pallia-
ive  care  for  children  and  young  people  with  life  limiting
llness  and  their  families.  This  review  outlines  key  ele-
ents  that  are  important  to  children/young  people  requiring
alliative  care,  and  their  families.  However,  none  of  the
eviewed  studies  provide  rigorous  evaluative  data  and  so
his  information  should  be  read  as  informative  rather  than
efinitive  in  nature.  Despite  this,  many  of  the  categories
ound  resonate  with  key  state  policy  documents  within
ustralia  and  therefore  evaluation  of  the  implementation
f  such  plans  will  be  useful.  The  overarching  theme  found
y  this  review  is  that  of  children/young  people  and  parents
eeding  access  to  tailored  support  including  flexibility  in
ocation  of  care,  psychosocial  care,  24  h  specialist  support,
espite  care  and  support  for  siblings.  The  development,
mplementation  and  evaluation  of  models  of  care  to  enable
ptimal  care  for  children/young  people  with  life  limiting
llness,  and  their  families,  whilst  being  a  high  priority  is
omplex.  However  with  ongoing  focus,  clear  information  of
eed  alongside  service  capability  will  evolve  and  continue
o  inform  improved  care  and  support  for  all  who  require  it.

cknowledgements

he  foundation  work  for  this  review  was  undertaken  as  part
f  a  rapid  review  of  effective  models  of  palliative  care
unded  by  NSW  Health  through  the  Sax  Institute.  All  authors
ontributed  to  defining  the  search  aims  and  methodology
sed  for  identification  and  analysis  of  all  included  data.  CV
nd  NB  conducted  the  focused  search  for  this  study,  study
election,  data  extraction,  and  were  assisted  by  TL  and  JP  in
he  synthesis.  All  authors  contributed  to  the  writing  of  this
anuscript.

eferences
Please  cite  this  article  in  press  as:  Virdun,  C.,  et  

for  children  and  young  people:  An  integrative  review
http://dx.doi.org/10.1016/j.colegn.2014.07.001

mery, J., Rose, C., Holmes, J., Nguyen, J., & Byarugaba, C. (2009).
The beginnings of children’s palliative care in Africa: Evalua-
tion of a children’s palliative care service in Africa. Journal of
Palliative Medicine, 12(11), 1015—1021.

N

 PRESS
C.  Virdun  et  al.

ustralian Institute of Health and Welfare. (2012). Child
health, development and wellbeing. http://www.aihw.gov.au/
child-health/health/. Retrieved 19.03.14.

areSearch. (2013). Finding and using evidence technical notes.
http://www.caresearch.com.au/caresearch/tabid/544/
Default.aspx. Retrieved 23.03.14.

han, R., & Webster, J. (2013). End-of-life care pathways for
improving outcomes in caring for the dying. Cochrane Database
of Systematic Reviews, 1

lark, J., Sheward, K., Marshall, B., & Allan, S. (2012). Staff per-
ceptions of end-of-life care following implementation of the
Liverpool care pathway for the dying patient in the acute
care setting: A New Zealand perspective. Journal of Palliative
Medicine, 15(4), 468—473.

ommonwealth of Australia. (2006). Guidelines for a palliative
approach in residential aged care. Canberra, Australia.

avidson, P., Halcomb, E., Hickman, L., Phillips, J., & Graham, B.
(2006). Beyond the rhetoric: What do we mean by a ‘model of
care’? Australian Journal of Advanced Nursing, 23(3).

epartment of Health Western Australia. (2009). Paediatric
and adolescent palliative model of care. Perth: Depart-
ment of Health, Western Australia. Retrieved from: http://
www.healthnetworks.health.wa.gov.au/modelsofcare/docs/
Paediatric Adolescent Palliative Care MOC.pdf

epartment of Human Services Victoria. (2008). Strengthening
care for children with a life-threatening condition. A policy
for health, palliative care, disability, children’s services and
community care providers 2008—2015 Victoria, Australia. Mel-
bourne, Victoria: Metropolitan Health and Aged Care Services
Division, Victorian Government, Department of Human Services.

reater Metropolitan Clinical Taskforce. (2006). Transition care for
young people with chronic childhood illness: Framework.  Syd-
ney, Australia: NSW Agency of Clinical Innovation.

ynson, J., & Drake, R. (2012). Paediatric palliative care in Australia
and New Zealand. In C. Knapp, V. Madden, & S. Fowler-
Kerry (Eds.), Pediatric palliative care: Global perspectives (pp.
379—402). Heidelberg: Springer.

nstitute for Patient and Family Centred Care. (2010). What
is patient and family-centred healthcare? http://www.ipfcc.
org/faq.html. Retrieved 15.03.14.

irk, S., & Pritchard, E. (2012). An exploration of parents’ and young
people’s perspectives of hospice support. Child Care Health and
Development, 38(1), 32—40.

napp, C., Madden, V., Curtis, C., Sloyer, P., Huang, C., Thomp-
son, L., et al. (2008). Partners in care: Together for kids:
Florida’s model of pediatric palliative care. Journal of Palliative
Medicine, 11(9), 1212—1220.

onterosso, L., Kristjanson, L., Aoun, S., & Phillips, M. (2007).
Supportive and palliative care needs of families of children
with life-threatening illnesses in Western Australia: Evidence to
guide the development of a palliative care service. Palliative
Medicine, 21(8), 689—696.

onterosso, L., Kristjanson, L., & Phillips, M. (2009). The supportive
and palliative care needs of Australian families of children who
die from cancer. Palliative Medicine, 23,  526—536.

orrison, A., Polisena, J., Husereau, D., Moulton, K., Clark, M.,
Fiander, M., et al. (2012). The effect of English-language restric-
tion on systematic review-based meta-analyses: A systematic
review of empirical studies. International Journal of Technology
Assessment in Health Care, 28(02), 138—144.

ational Health & Medical Research Council. (2005). NHMRC addi-
tional levels of evidence and grades for recommendations for
developers of guidelines.  Canberra: National Health & Medical
Research Council.

oyes, J., Edwards, R., Hastings, R., Hain, R., Totsika, V., Bennett,
al.  Elements  of  optimal  paediatric  palliative  care
 using  a  systematic  approach.  Collegian  (2014),

V., et al. (2013). Evidence-based planning and costing palliative
care services for children: Novel multi-method epidemiological
and economic exemplar. BMC Palliative Care, 12(1), 18.

dx.doi.org/10.1016/j.colegn.2014.07.001
http://refhub.elsevier.com/S1322-7696(14)00065-1/sbref0005
http://refhub.elsevier.com/S1322-7696(14)00065-1/sbref0005
http://refhub.elsevier.com/S1322-7696(14)00065-1/sbref0005
http://refhub.elsevier.com/S1322-7696(14)00065-1/sbref0005
http://refhub.elsevier.com/S1322-7696(14)00065-1/sbref0005
http://refhub.elsevier.com/S1322-7696(14)00065-1/sbref0005
http://refhub.elsevier.com/S1322-7696(14)00065-1/sbref0005
http://refhub.elsevier.com/S1322-7696(14)00065-1/sbref0005
http://refhub.elsevier.com/S1322-7696(14)00065-1/sbref0005
http://refhub.elsevier.com/S1322-7696(14)00065-1/sbref0005
http://refhub.elsevier.com/S1322-7696(14)00065-1/sbref0005
http://refhub.elsevier.com/S1322-7696(14)00065-1/sbref0005
http://refhub.elsevier.com/S1322-7696(14)00065-1/sbref0005
http://refhub.elsevier.com/S1322-7696(14)00065-1/sbref0005
http://refhub.elsevier.com/S1322-7696(14)00065-1/sbref0005
http://refhub.elsevier.com/S1322-7696(14)00065-1/sbref0005
http://refhub.elsevier.com/S1322-7696(14)00065-1/sbref0005
http://refhub.elsevier.com/S1322-7696(14)00065-1/sbref0005
http://refhub.elsevier.com/S1322-7696(14)00065-1/sbref0005
http://refhub.elsevier.com/S1322-7696(14)00065-1/sbref0005
http://refhub.elsevier.com/S1322-7696(14)00065-1/sbref0005
http://refhub.elsevier.com/S1322-7696(14)00065-1/sbref0005
http://refhub.elsevier.com/S1322-7696(14)00065-1/sbref0005
http://refhub.elsevier.com/S1322-7696(14)00065-1/sbref0005
http://refhub.elsevier.com/S1322-7696(14)00065-1/sbref0005
http://refhub.elsevier.com/S1322-7696(14)00065-1/sbref0005
http://refhub.elsevier.com/S1322-7696(14)00065-1/sbref0005
http://refhub.elsevier.com/S1322-7696(14)00065-1/sbref0005
http://refhub.elsevier.com/S1322-7696(14)00065-1/sbref0005
http://refhub.elsevier.com/S1322-7696(14)00065-1/sbref0005
http://www.aihw.gov.au/child-health/health/
http://www.aihw.gov.au/child-health/health/
http://www.caresearch.com.au/caresearch/tabid/544/Default.aspx
http://www.caresearch.com.au/caresearch/tabid/544/Default.aspx
http://refhub.elsevier.com/S1322-7696(14)00065-1/sbref0020
http://refhub.elsevier.com/S1322-7696(14)00065-1/sbref0020
http://refhub.elsevier.com/S1322-7696(14)00065-1/sbref0020
http://refhub.elsevier.com/S1322-7696(14)00065-1/sbref0020
http://refhub.elsevier.com/S1322-7696(14)00065-1/sbref0020
http://refhub.elsevier.com/S1322-7696(14)00065-1/sbref0020
http://refhub.elsevier.com/S1322-7696(14)00065-1/sbref0020
http://refhub.elsevier.com/S1322-7696(14)00065-1/sbref0020
http://refhub.elsevier.com/S1322-7696(14)00065-1/sbref0020
http://refhub.elsevier.com/S1322-7696(14)00065-1/sbref0020
http://refhub.elsevier.com/S1322-7696(14)00065-1/sbref0020
http://refhub.elsevier.com/S1322-7696(14)00065-1/sbref0020
http://refhub.elsevier.com/S1322-7696(14)00065-1/sbref0020
http://refhub.elsevier.com/S1322-7696(14)00065-1/sbref0020
http://refhub.elsevier.com/S1322-7696(14)00065-1/sbref0020
http://refhub.elsevier.com/S1322-7696(14)00065-1/sbref0020
http://refhub.elsevier.com/S1322-7696(14)00065-1/sbref0020
http://refhub.elsevier.com/S1322-7696(14)00065-1/sbref0020
http://refhub.elsevier.com/S1322-7696(14)00065-1/sbref0025
http://refhub.elsevier.com/S1322-7696(14)00065-1/sbref0025
http://refhub.elsevier.com/S1322-7696(14)00065-1/sbref0025
http://refhub.elsevier.com/S1322-7696(14)00065-1/sbref0025
http://refhub.elsevier.com/S1322-7696(14)00065-1/sbref0025
http://refhub.elsevier.com/S1322-7696(14)00065-1/sbref0025
http://refhub.elsevier.com/S1322-7696(14)00065-1/sbref0025
http://refhub.elsevier.com/S1322-7696(14)00065-1/sbref0025
http://refhub.elsevier.com/S1322-7696(14)00065-1/sbref0025
http://refhub.elsevier.com/S1322-7696(14)00065-1/sbref0025
http://refhub.elsevier.com/S1322-7696(14)00065-1/sbref0025
http://refhub.elsevier.com/S1322-7696(14)00065-1/sbref0025
http://refhub.elsevier.com/S1322-7696(14)00065-1/sbref0025
http://refhub.elsevier.com/S1322-7696(14)00065-1/sbref0025
http://refhub.elsevier.com/S1322-7696(14)00065-1/sbref0025
http://refhub.elsevier.com/S1322-7696(14)00065-1/sbref0025
http://refhub.elsevier.com/S1322-7696(14)00065-1/sbref0025
http://refhub.elsevier.com/S1322-7696(14)00065-1/sbref0025
http://refhub.elsevier.com/S1322-7696(14)00065-1/sbref0025
http://refhub.elsevier.com/S1322-7696(14)00065-1/sbref0025
http://refhub.elsevier.com/S1322-7696(14)00065-1/sbref0025
http://refhub.elsevier.com/S1322-7696(14)00065-1/sbref0025
http://refhub.elsevier.com/S1322-7696(14)00065-1/sbref0025
http://refhub.elsevier.com/S1322-7696(14)00065-1/sbref0025
http://refhub.elsevier.com/S1322-7696(14)00065-1/sbref0025
http://refhub.elsevier.com/S1322-7696(14)00065-1/sbref0025
http://refhub.elsevier.com/S1322-7696(14)00065-1/sbref0025
http://refhub.elsevier.com/S1322-7696(14)00065-1/sbref0025
http://refhub.elsevier.com/S1322-7696(14)00065-1/sbref0025
http://refhub.elsevier.com/S1322-7696(14)00065-1/sbref0025
http://refhub.elsevier.com/S1322-7696(14)00065-1/sbref0025
http://refhub.elsevier.com/S1322-7696(14)00065-1/sbref0025
http://refhub.elsevier.com/S1322-7696(14)00065-1/sbref0025
http://refhub.elsevier.com/S1322-7696(14)00065-1/sbref0025
http://refhub.elsevier.com/S1322-7696(14)00065-1/sbref0025
http://refhub.elsevier.com/S1322-7696(14)00065-1/sbref0025
http://refhub.elsevier.com/S1322-7696(14)00065-1/sbref0030
http://refhub.elsevier.com/S1322-7696(14)00065-1/sbref0030
http://refhub.elsevier.com/S1322-7696(14)00065-1/sbref0030
http://refhub.elsevier.com/S1322-7696(14)00065-1/sbref0030
http://refhub.elsevier.com/S1322-7696(14)00065-1/sbref0030
http://refhub.elsevier.com/S1322-7696(14)00065-1/sbref0030
http://refhub.elsevier.com/S1322-7696(14)00065-1/sbref0030
http://refhub.elsevier.com/S1322-7696(14)00065-1/sbref0030
http://refhub.elsevier.com/S1322-7696(14)00065-1/sbref0030
http://refhub.elsevier.com/S1322-7696(14)00065-1/sbref0030
http://refhub.elsevier.com/S1322-7696(14)00065-1/sbref0030
http://refhub.elsevier.com/S1322-7696(14)00065-1/sbref0030
http://refhub.elsevier.com/S1322-7696(14)00065-1/sbref0035
http://refhub.elsevier.com/S1322-7696(14)00065-1/sbref0035
http://refhub.elsevier.com/S1322-7696(14)00065-1/sbref0035
http://refhub.elsevier.com/S1322-7696(14)00065-1/sbref0035
http://refhub.elsevier.com/S1322-7696(14)00065-1/sbref0035
http://refhub.elsevier.com/S1322-7696(14)00065-1/sbref0035
http://refhub.elsevier.com/S1322-7696(14)00065-1/sbref0035
http://refhub.elsevier.com/S1322-7696(14)00065-1/sbref0035
http://refhub.elsevier.com/S1322-7696(14)00065-1/sbref0035
http://refhub.elsevier.com/S1322-7696(14)00065-1/sbref0035
http://refhub.elsevier.com/S1322-7696(14)00065-1/sbref0035
http://refhub.elsevier.com/S1322-7696(14)00065-1/sbref0035
http://refhub.elsevier.com/S1322-7696(14)00065-1/sbref0035
http://refhub.elsevier.com/S1322-7696(14)00065-1/sbref0035
http://refhub.elsevier.com/S1322-7696(14)00065-1/sbref0035
http://refhub.elsevier.com/S1322-7696(14)00065-1/sbref0035
http://refhub.elsevier.com/S1322-7696(14)00065-1/sbref0035
http://refhub.elsevier.com/S1322-7696(14)00065-1/sbref0035
http://refhub.elsevier.com/S1322-7696(14)00065-1/sbref0035
http://refhub.elsevier.com/S1322-7696(14)00065-1/sbref0035
http://www.healthnetworks.health.wa.gov.au/modelsofcare/docs/Paediatric_Adolescent_Palliative_Care_MOC.pdf
http://www.healthnetworks.health.wa.gov.au/modelsofcare/docs/Paediatric_Adolescent_Palliative_Care_MOC.pdf
http://www.healthnetworks.health.wa.gov.au/modelsofcare/docs/Paediatric_Adolescent_Palliative_Care_MOC.pdf
http://refhub.elsevier.com/S1322-7696(14)00065-1/sbref0045
http://refhub.elsevier.com/S1322-7696(14)00065-1/sbref0045
http://refhub.elsevier.com/S1322-7696(14)00065-1/sbref0045
http://refhub.elsevier.com/S1322-7696(14)00065-1/sbref0045
http://refhub.elsevier.com/S1322-7696(14)00065-1/sbref0045
http://refhub.elsevier.com/S1322-7696(14)00065-1/sbref0045
http://refhub.elsevier.com/S1322-7696(14)00065-1/sbref0045
http://refhub.elsevier.com/S1322-7696(14)00065-1/sbref0045
http://refhub.elsevier.com/S1322-7696(14)00065-1/sbref0045
http://refhub.elsevier.com/S1322-7696(14)00065-1/sbref0045
http://refhub.elsevier.com/S1322-7696(14)00065-1/sbref0045
http://refhub.elsevier.com/S1322-7696(14)00065-1/sbref0045
http://refhub.elsevier.com/S1322-7696(14)00065-1/sbref0045
http://refhub.elsevier.com/S1322-7696(14)00065-1/sbref0045
http://refhub.elsevier.com/S1322-7696(14)00065-1/sbref0045
http://refhub.elsevier.com/S1322-7696(14)00065-1/sbref0045
http://refhub.elsevier.com/S1322-7696(14)00065-1/sbref0045
http://refhub.elsevier.com/S1322-7696(14)00065-1/sbref0045
http://refhub.elsevier.com/S1322-7696(14)00065-1/sbref0045
http://refhub.elsevier.com/S1322-7696(14)00065-1/sbref0045
http://refhub.elsevier.com/S1322-7696(14)00065-1/sbref0045
http://refhub.elsevier.com/S1322-7696(14)00065-1/sbref0045
http://refhub.elsevier.com/S1322-7696(14)00065-1/sbref0045
http://refhub.elsevier.com/S1322-7696(14)00065-1/sbref0045
http://refhub.elsevier.com/S1322-7696(14)00065-1/sbref0045
http://refhub.elsevier.com/S1322-7696(14)00065-1/sbref0045
http://refhub.elsevier.com/S1322-7696(14)00065-1/sbref0045
http://refhub.elsevier.com/S1322-7696(14)00065-1/sbref0045
http://refhub.elsevier.com/S1322-7696(14)00065-1/sbref0045
http://refhub.elsevier.com/S1322-7696(14)00065-1/sbref0045
http://refhub.elsevier.com/S1322-7696(14)00065-1/sbref0045
http://refhub.elsevier.com/S1322-7696(14)00065-1/sbref0045
http://refhub.elsevier.com/S1322-7696(14)00065-1/sbref0045
http://refhub.elsevier.com/S1322-7696(14)00065-1/sbref0045
http://refhub.elsevier.com/S1322-7696(14)00065-1/sbref0045
http://refhub.elsevier.com/S1322-7696(14)00065-1/sbref0045
http://refhub.elsevier.com/S1322-7696(14)00065-1/sbref0045
http://refhub.elsevier.com/S1322-7696(14)00065-1/sbref0045
http://refhub.elsevier.com/S1322-7696(14)00065-1/sbref0045
http://refhub.elsevier.com/S1322-7696(14)00065-1/sbref0045
http://refhub.elsevier.com/S1322-7696(14)00065-1/sbref0045
http://refhub.elsevier.com/S1322-7696(14)00065-1/sbref0045
http://refhub.elsevier.com/S1322-7696(14)00065-1/sbref0045
http://refhub.elsevier.com/S1322-7696(14)00065-1/sbref0045
http://refhub.elsevier.com/S1322-7696(14)00065-1/sbref0045
http://refhub.elsevier.com/S1322-7696(14)00065-1/sbref0045
http://refhub.elsevier.com/S1322-7696(14)00065-1/sbref0045
http://refhub.elsevier.com/S1322-7696(14)00065-1/sbref0045
http://refhub.elsevier.com/S1322-7696(14)00065-1/sbref0050
http://refhub.elsevier.com/S1322-7696(14)00065-1/sbref0050
http://refhub.elsevier.com/S1322-7696(14)00065-1/sbref0050
http://refhub.elsevier.com/S1322-7696(14)00065-1/sbref0050
http://refhub.elsevier.com/S1322-7696(14)00065-1/sbref0050
http://refhub.elsevier.com/S1322-7696(14)00065-1/sbref0050
http://refhub.elsevier.com/S1322-7696(14)00065-1/sbref0050
http://refhub.elsevier.com/S1322-7696(14)00065-1/sbref0050
http://refhub.elsevier.com/S1322-7696(14)00065-1/sbref0050
http://refhub.elsevier.com/S1322-7696(14)00065-1/sbref0050
http://refhub.elsevier.com/S1322-7696(14)00065-1/sbref0050
http://refhub.elsevier.com/S1322-7696(14)00065-1/sbref0050
http://refhub.elsevier.com/S1322-7696(14)00065-1/sbref0050
http://refhub.elsevier.com/S1322-7696(14)00065-1/sbref0050
http://refhub.elsevier.com/S1322-7696(14)00065-1/sbref0050
http://refhub.elsevier.com/S1322-7696(14)00065-1/sbref0050
http://refhub.elsevier.com/S1322-7696(14)00065-1/sbref0050
http://refhub.elsevier.com/S1322-7696(14)00065-1/sbref0050
http://refhub.elsevier.com/S1322-7696(14)00065-1/sbref0050
http://refhub.elsevier.com/S1322-7696(14)00065-1/sbref0050
http://refhub.elsevier.com/S1322-7696(14)00065-1/sbref0050
http://refhub.elsevier.com/S1322-7696(14)00065-1/sbref0055
http://refhub.elsevier.com/S1322-7696(14)00065-1/sbref0055
http://refhub.elsevier.com/S1322-7696(14)00065-1/sbref0055
http://refhub.elsevier.com/S1322-7696(14)00065-1/sbref0055
http://refhub.elsevier.com/S1322-7696(14)00065-1/sbref0055
http://refhub.elsevier.com/S1322-7696(14)00065-1/sbref0055
http://refhub.elsevier.com/S1322-7696(14)00065-1/sbref0055
http://refhub.elsevier.com/S1322-7696(14)00065-1/sbref0055
http://refhub.elsevier.com/S1322-7696(14)00065-1/sbref0055
http://refhub.elsevier.com/S1322-7696(14)00065-1/sbref0055
http://refhub.elsevier.com/S1322-7696(14)00065-1/sbref0055
http://refhub.elsevier.com/S1322-7696(14)00065-1/sbref0055
http://refhub.elsevier.com/S1322-7696(14)00065-1/sbref0055
http://refhub.elsevier.com/S1322-7696(14)00065-1/sbref0055
http://refhub.elsevier.com/S1322-7696(14)00065-1/sbref0055
http://refhub.elsevier.com/S1322-7696(14)00065-1/sbref0055
http://refhub.elsevier.com/S1322-7696(14)00065-1/sbref0055
http://refhub.elsevier.com/S1322-7696(14)00065-1/sbref0055
http://refhub.elsevier.com/S1322-7696(14)00065-1/sbref0055
http://refhub.elsevier.com/S1322-7696(14)00065-1/sbref0055
http://refhub.elsevier.com/S1322-7696(14)00065-1/sbref0055
http://refhub.elsevier.com/S1322-7696(14)00065-1/sbref0055
http://refhub.elsevier.com/S1322-7696(14)00065-1/sbref0055
http://refhub.elsevier.com/S1322-7696(14)00065-1/sbref0055
http://refhub.elsevier.com/S1322-7696(14)00065-1/sbref0055
http://refhub.elsevier.com/S1322-7696(14)00065-1/sbref0055
http://refhub.elsevier.com/S1322-7696(14)00065-1/sbref0055
http://refhub.elsevier.com/S1322-7696(14)00065-1/sbref0055
http://refhub.elsevier.com/S1322-7696(14)00065-1/sbref0055
http://refhub.elsevier.com/S1322-7696(14)00065-1/sbref0055
http://refhub.elsevier.com/S1322-7696(14)00065-1/sbref0055
http://refhub.elsevier.com/S1322-7696(14)00065-1/sbref0055
http://refhub.elsevier.com/S1322-7696(14)00065-1/sbref0055
http://refhub.elsevier.com/S1322-7696(14)00065-1/sbref0055
http://www.ipfcc.org/faq.html
http://www.ipfcc.org/faq.html
http://refhub.elsevier.com/S1322-7696(14)00065-1/sbref0065
http://refhub.elsevier.com/S1322-7696(14)00065-1/sbref0065
http://refhub.elsevier.com/S1322-7696(14)00065-1/sbref0065
http://refhub.elsevier.com/S1322-7696(14)00065-1/sbref0065
http://refhub.elsevier.com/S1322-7696(14)00065-1/sbref0065
http://refhub.elsevier.com/S1322-7696(14)00065-1/sbref0065
http://refhub.elsevier.com/S1322-7696(14)00065-1/sbref0065
http://refhub.elsevier.com/S1322-7696(14)00065-1/sbref0065
http://refhub.elsevier.com/S1322-7696(14)00065-1/sbref0065
http://refhub.elsevier.com/S1322-7696(14)00065-1/sbref0065
http://refhub.elsevier.com/S1322-7696(14)00065-1/sbref0065
http://refhub.elsevier.com/S1322-7696(14)00065-1/sbref0065
http://refhub.elsevier.com/S1322-7696(14)00065-1/sbref0065
http://refhub.elsevier.com/S1322-7696(14)00065-1/sbref0065
http://refhub.elsevier.com/S1322-7696(14)00065-1/sbref0065
http://refhub.elsevier.com/S1322-7696(14)00065-1/sbref0065
http://refhub.elsevier.com/S1322-7696(14)00065-1/sbref0065
http://refhub.elsevier.com/S1322-7696(14)00065-1/sbref0065
http://refhub.elsevier.com/S1322-7696(14)00065-1/sbref0065
http://refhub.elsevier.com/S1322-7696(14)00065-1/sbref0065
http://refhub.elsevier.com/S1322-7696(14)00065-1/sbref0065
http://refhub.elsevier.com/S1322-7696(14)00065-1/sbref0065
http://refhub.elsevier.com/S1322-7696(14)00065-1/sbref0065
http://refhub.elsevier.com/S1322-7696(14)00065-1/sbref0070
http://refhub.elsevier.com/S1322-7696(14)00065-1/sbref0070
http://refhub.elsevier.com/S1322-7696(14)00065-1/sbref0070
http://refhub.elsevier.com/S1322-7696(14)00065-1/sbref0070
http://refhub.elsevier.com/S1322-7696(14)00065-1/sbref0070
http://refhub.elsevier.com/S1322-7696(14)00065-1/sbref0070
http://refhub.elsevier.com/S1322-7696(14)00065-1/sbref0070
http://refhub.elsevier.com/S1322-7696(14)00065-1/sbref0070
http://refhub.elsevier.com/S1322-7696(14)00065-1/sbref0070
http://refhub.elsevier.com/S1322-7696(14)00065-1/sbref0070
http://refhub.elsevier.com/S1322-7696(14)00065-1/sbref0070
http://refhub.elsevier.com/S1322-7696(14)00065-1/sbref0070
http://refhub.elsevier.com/S1322-7696(14)00065-1/sbref0070
http://refhub.elsevier.com/S1322-7696(14)00065-1/sbref0070
http://refhub.elsevier.com/S1322-7696(14)00065-1/sbref0070
http://refhub.elsevier.com/S1322-7696(14)00065-1/sbref0070
http://refhub.elsevier.com/S1322-7696(14)00065-1/sbref0070
http://refhub.elsevier.com/S1322-7696(14)00065-1/sbref0070
http://refhub.elsevier.com/S1322-7696(14)00065-1/sbref0070
http://refhub.elsevier.com/S1322-7696(14)00065-1/sbref0070
http://refhub.elsevier.com/S1322-7696(14)00065-1/sbref0070
http://refhub.elsevier.com/S1322-7696(14)00065-1/sbref0070
http://refhub.elsevier.com/S1322-7696(14)00065-1/sbref0070
http://refhub.elsevier.com/S1322-7696(14)00065-1/sbref0070
http://refhub.elsevier.com/S1322-7696(14)00065-1/sbref0070
http://refhub.elsevier.com/S1322-7696(14)00065-1/sbref0075
http://refhub.elsevier.com/S1322-7696(14)00065-1/sbref0075
http://refhub.elsevier.com/S1322-7696(14)00065-1/sbref0075
http://refhub.elsevier.com/S1322-7696(14)00065-1/sbref0075
http://refhub.elsevier.com/S1322-7696(14)00065-1/sbref0075
http://refhub.elsevier.com/S1322-7696(14)00065-1/sbref0075
http://refhub.elsevier.com/S1322-7696(14)00065-1/sbref0075
http://refhub.elsevier.com/S1322-7696(14)00065-1/sbref0075
http://refhub.elsevier.com/S1322-7696(14)00065-1/sbref0075
http://refhub.elsevier.com/S1322-7696(14)00065-1/sbref0075
http://refhub.elsevier.com/S1322-7696(14)00065-1/sbref0075
http://refhub.elsevier.com/S1322-7696(14)00065-1/sbref0075
http://refhub.elsevier.com/S1322-7696(14)00065-1/sbref0075
http://refhub.elsevier.com/S1322-7696(14)00065-1/sbref0075
http://refhub.elsevier.com/S1322-7696(14)00065-1/sbref0075
http://refhub.elsevier.com/S1322-7696(14)00065-1/sbref0075
http://refhub.elsevier.com/S1322-7696(14)00065-1/sbref0075
http://refhub.elsevier.com/S1322-7696(14)00065-1/sbref0075
http://refhub.elsevier.com/S1322-7696(14)00065-1/sbref0075
http://refhub.elsevier.com/S1322-7696(14)00065-1/sbref0075
http://refhub.elsevier.com/S1322-7696(14)00065-1/sbref0075
http://refhub.elsevier.com/S1322-7696(14)00065-1/sbref0075
http://refhub.elsevier.com/S1322-7696(14)00065-1/sbref0075
http://refhub.elsevier.com/S1322-7696(14)00065-1/sbref0075
http://refhub.elsevier.com/S1322-7696(14)00065-1/sbref0075
http://refhub.elsevier.com/S1322-7696(14)00065-1/sbref0075
http://refhub.elsevier.com/S1322-7696(14)00065-1/sbref0075
http://refhub.elsevier.com/S1322-7696(14)00065-1/sbref0075
http://refhub.elsevier.com/S1322-7696(14)00065-1/sbref0075
http://refhub.elsevier.com/S1322-7696(14)00065-1/sbref0075
http://refhub.elsevier.com/S1322-7696(14)00065-1/sbref0075
http://refhub.elsevier.com/S1322-7696(14)00065-1/sbref0075
http://refhub.elsevier.com/S1322-7696(14)00065-1/sbref0075
http://refhub.elsevier.com/S1322-7696(14)00065-1/sbref0075
http://refhub.elsevier.com/S1322-7696(14)00065-1/sbref0080
http://refhub.elsevier.com/S1322-7696(14)00065-1/sbref0080
http://refhub.elsevier.com/S1322-7696(14)00065-1/sbref0080
http://refhub.elsevier.com/S1322-7696(14)00065-1/sbref0080
http://refhub.elsevier.com/S1322-7696(14)00065-1/sbref0080
http://refhub.elsevier.com/S1322-7696(14)00065-1/sbref0080
http://refhub.elsevier.com/S1322-7696(14)00065-1/sbref0080
http://refhub.elsevier.com/S1322-7696(14)00065-1/sbref0080
http://refhub.elsevier.com/S1322-7696(14)00065-1/sbref0080
http://refhub.elsevier.com/S1322-7696(14)00065-1/sbref0080
http://refhub.elsevier.com/S1322-7696(14)00065-1/sbref0080
http://refhub.elsevier.com/S1322-7696(14)00065-1/sbref0080
http://refhub.elsevier.com/S1322-7696(14)00065-1/sbref0080
http://refhub.elsevier.com/S1322-7696(14)00065-1/sbref0080
http://refhub.elsevier.com/S1322-7696(14)00065-1/sbref0080
http://refhub.elsevier.com/S1322-7696(14)00065-1/sbref0080
http://refhub.elsevier.com/S1322-7696(14)00065-1/sbref0080
http://refhub.elsevier.com/S1322-7696(14)00065-1/sbref0080
http://refhub.elsevier.com/S1322-7696(14)00065-1/sbref0080
http://refhub.elsevier.com/S1322-7696(14)00065-1/sbref0080
http://refhub.elsevier.com/S1322-7696(14)00065-1/sbref0080
http://refhub.elsevier.com/S1322-7696(14)00065-1/sbref0080
http://refhub.elsevier.com/S1322-7696(14)00065-1/sbref0080
http://refhub.elsevier.com/S1322-7696(14)00065-1/sbref0080
http://refhub.elsevier.com/S1322-7696(14)00065-1/sbref0085
http://refhub.elsevier.com/S1322-7696(14)00065-1/sbref0085
http://refhub.elsevier.com/S1322-7696(14)00065-1/sbref0085
http://refhub.elsevier.com/S1322-7696(14)00065-1/sbref0085
http://refhub.elsevier.com/S1322-7696(14)00065-1/sbref0085
http://refhub.elsevier.com/S1322-7696(14)00065-1/sbref0085
http://refhub.elsevier.com/S1322-7696(14)00065-1/sbref0085
http://refhub.elsevier.com/S1322-7696(14)00065-1/sbref0085
http://refhub.elsevier.com/S1322-7696(14)00065-1/sbref0085
http://refhub.elsevier.com/S1322-7696(14)00065-1/sbref0085
http://refhub.elsevier.com/S1322-7696(14)00065-1/sbref0085
http://refhub.elsevier.com/S1322-7696(14)00065-1/sbref0085
http://refhub.elsevier.com/S1322-7696(14)00065-1/sbref0085
http://refhub.elsevier.com/S1322-7696(14)00065-1/sbref0085
http://refhub.elsevier.com/S1322-7696(14)00065-1/sbref0085
http://refhub.elsevier.com/S1322-7696(14)00065-1/sbref0085
http://refhub.elsevier.com/S1322-7696(14)00065-1/sbref0085
http://refhub.elsevier.com/S1322-7696(14)00065-1/sbref0085
http://refhub.elsevier.com/S1322-7696(14)00065-1/sbref0085
http://refhub.elsevier.com/S1322-7696(14)00065-1/sbref0085
http://refhub.elsevier.com/S1322-7696(14)00065-1/sbref0085
http://refhub.elsevier.com/S1322-7696(14)00065-1/sbref0085
http://refhub.elsevier.com/S1322-7696(14)00065-1/sbref0085
http://refhub.elsevier.com/S1322-7696(14)00065-1/sbref0085
http://refhub.elsevier.com/S1322-7696(14)00065-1/sbref0085
http://refhub.elsevier.com/S1322-7696(14)00065-1/sbref0085
http://refhub.elsevier.com/S1322-7696(14)00065-1/sbref0085
http://refhub.elsevier.com/S1322-7696(14)00065-1/sbref0085
http://refhub.elsevier.com/S1322-7696(14)00065-1/sbref0085
http://refhub.elsevier.com/S1322-7696(14)00065-1/sbref0085
http://refhub.elsevier.com/S1322-7696(14)00065-1/sbref0085
http://refhub.elsevier.com/S1322-7696(14)00065-1/sbref0090
http://refhub.elsevier.com/S1322-7696(14)00065-1/sbref0090
http://refhub.elsevier.com/S1322-7696(14)00065-1/sbref0090
http://refhub.elsevier.com/S1322-7696(14)00065-1/sbref0090
http://refhub.elsevier.com/S1322-7696(14)00065-1/sbref0090
http://refhub.elsevier.com/S1322-7696(14)00065-1/sbref0090
http://refhub.elsevier.com/S1322-7696(14)00065-1/sbref0090
http://refhub.elsevier.com/S1322-7696(14)00065-1/sbref0090
http://refhub.elsevier.com/S1322-7696(14)00065-1/sbref0090
http://refhub.elsevier.com/S1322-7696(14)00065-1/sbref0090
http://refhub.elsevier.com/S1322-7696(14)00065-1/sbref0090
http://refhub.elsevier.com/S1322-7696(14)00065-1/sbref0090
http://refhub.elsevier.com/S1322-7696(14)00065-1/sbref0090
http://refhub.elsevier.com/S1322-7696(14)00065-1/sbref0090
http://refhub.elsevier.com/S1322-7696(14)00065-1/sbref0090
http://refhub.elsevier.com/S1322-7696(14)00065-1/sbref0090
http://refhub.elsevier.com/S1322-7696(14)00065-1/sbref0090
http://refhub.elsevier.com/S1322-7696(14)00065-1/sbref0090
http://refhub.elsevier.com/S1322-7696(14)00065-1/sbref0090
http://refhub.elsevier.com/S1322-7696(14)00065-1/sbref0090
http://refhub.elsevier.com/S1322-7696(14)00065-1/sbref0090
http://refhub.elsevier.com/S1322-7696(14)00065-1/sbref0090
http://refhub.elsevier.com/S1322-7696(14)00065-1/sbref0090
http://refhub.elsevier.com/S1322-7696(14)00065-1/sbref0095
http://refhub.elsevier.com/S1322-7696(14)00065-1/sbref0095
http://refhub.elsevier.com/S1322-7696(14)00065-1/sbref0095
http://refhub.elsevier.com/S1322-7696(14)00065-1/sbref0095
http://refhub.elsevier.com/S1322-7696(14)00065-1/sbref0095
http://refhub.elsevier.com/S1322-7696(14)00065-1/sbref0095
http://refhub.elsevier.com/S1322-7696(14)00065-1/sbref0095
http://refhub.elsevier.com/S1322-7696(14)00065-1/sbref0095
http://refhub.elsevier.com/S1322-7696(14)00065-1/sbref0095
http://refhub.elsevier.com/S1322-7696(14)00065-1/sbref0095
http://refhub.elsevier.com/S1322-7696(14)00065-1/sbref0095
http://refhub.elsevier.com/S1322-7696(14)00065-1/sbref0095
http://refhub.elsevier.com/S1322-7696(14)00065-1/sbref0095
http://refhub.elsevier.com/S1322-7696(14)00065-1/sbref0095
http://refhub.elsevier.com/S1322-7696(14)00065-1/sbref0095
http://refhub.elsevier.com/S1322-7696(14)00065-1/sbref0095
http://refhub.elsevier.com/S1322-7696(14)00065-1/sbref0095
http://refhub.elsevier.com/S1322-7696(14)00065-1/sbref0095
http://refhub.elsevier.com/S1322-7696(14)00065-1/sbref0095
http://refhub.elsevier.com/S1322-7696(14)00065-1/sbref0095
http://refhub.elsevier.com/S1322-7696(14)00065-1/sbref0095
http://refhub.elsevier.com/S1322-7696(14)00065-1/sbref0095
http://refhub.elsevier.com/S1322-7696(14)00065-1/sbref0095


 IN+Model

W

W

ARTICLECOLEGN-276; No. of Pages 11

Elements  of  optimal  paediatric  palliative  care  

NSW Health. (2010). Children and adolescents. Admission to ser-
vices designated level 1—3 paediatric medicine & surgery.
Sydney: NSW Health. Retrieved from: http://www.health.nsw.
gov.au/policies/pd/2010/pdf/PD2010 032pdf

NSW Health. (2011). Paediatric palliative care planning framework
2011—2014. Sydney: NSW Health.

Popay, J., Roberts, H., Sowden, A., Petticrew, M., Arai, L., Rodgers,
M., et al. (2006). Guidance on the conduct of narrative synthe-
sis in systematic reviews. A product from the ESRC Methods
Programme. Version, 1.

Steele, R. G. (2000). Trajectory of certain death at an unknown
Please  cite  this  article  in  press  as:  Virdun,  C.,  et  

for  children  and  young  people:  An  integrative  review
http://dx.doi.org/10.1016/j.colegn.2014.07.001

time: Children with neurodegenerative life-threatening ill-
nesses. Canadian Journal of Nursing Research, 32(3), 49—67.

Vickers, J., Thompson, A., Collins, G. S., Childs, M., Hain, R., &
Paediatric Oncology Nurses’ Forum/United Kingdom Children’s

W

 PRESS
11

Cancer Study Group Palliative Care Working G. (2007). Place and
provision of palliative care for children with progressive can-
cer: A study by the Paediatric Oncology Nurses’ Forum/United
Kingdom Children’s Cancer Study Group Palliative Care Working
Group. Journal of Clinical Oncology, 25(28), 4472—4476.

hite, K., Wilkes, L., Yates, P., Cairns, W.,  Kristjanson, L., & Mon-
terosso, L. (2004). Development of a model for palliative care
in rural and remote communities: The ‘pop-up model’. In Paper
presented at the National SARRAH Conference.

hittemore, R., & Knafl, K. (2005). The integrative review:
Updated methodology. Journal of Advanced Nursing, 52(5),
al.  Elements  of  optimal  paediatric  palliative  care
 using  a  systematic  approach.  Collegian  (2014),

546—553.
orld Health Organisation. (1998). Cancer pain relief and palliative

care in children. Geneva: World Health Organisation. Retrieved
from: http://whqlibdoc.who.int/publications/9241545127pdf

dx.doi.org/10.1016/j.colegn.2014.07.001
http://www.health.nsw.gov.au/policies/pd/2010/pdf/PD2010_032pdf
http://www.health.nsw.gov.au/policies/pd/2010/pdf/PD2010_032pdf
http://refhub.elsevier.com/S1322-7696(14)00065-1/sbref0105
http://refhub.elsevier.com/S1322-7696(14)00065-1/sbref0105
http://refhub.elsevier.com/S1322-7696(14)00065-1/sbref0105
http://refhub.elsevier.com/S1322-7696(14)00065-1/sbref0105
http://refhub.elsevier.com/S1322-7696(14)00065-1/sbref0105
http://refhub.elsevier.com/S1322-7696(14)00065-1/sbref0105
http://refhub.elsevier.com/S1322-7696(14)00065-1/sbref0105
http://refhub.elsevier.com/S1322-7696(14)00065-1/sbref0105
http://refhub.elsevier.com/S1322-7696(14)00065-1/sbref0105
http://refhub.elsevier.com/S1322-7696(14)00065-1/sbref0105
http://refhub.elsevier.com/S1322-7696(14)00065-1/sbref0105
http://refhub.elsevier.com/S1322-7696(14)00065-1/sbref0105
http://refhub.elsevier.com/S1322-7696(14)00065-1/sbref0110
http://refhub.elsevier.com/S1322-7696(14)00065-1/sbref0110
http://refhub.elsevier.com/S1322-7696(14)00065-1/sbref0110
http://refhub.elsevier.com/S1322-7696(14)00065-1/sbref0110
http://refhub.elsevier.com/S1322-7696(14)00065-1/sbref0110
http://refhub.elsevier.com/S1322-7696(14)00065-1/sbref0110
http://refhub.elsevier.com/S1322-7696(14)00065-1/sbref0110
http://refhub.elsevier.com/S1322-7696(14)00065-1/sbref0110
http://refhub.elsevier.com/S1322-7696(14)00065-1/sbref0110
http://refhub.elsevier.com/S1322-7696(14)00065-1/sbref0110
http://refhub.elsevier.com/S1322-7696(14)00065-1/sbref0110
http://refhub.elsevier.com/S1322-7696(14)00065-1/sbref0110
http://refhub.elsevier.com/S1322-7696(14)00065-1/sbref0110
http://refhub.elsevier.com/S1322-7696(14)00065-1/sbref0110
http://refhub.elsevier.com/S1322-7696(14)00065-1/sbref0110
http://refhub.elsevier.com/S1322-7696(14)00065-1/sbref0110
http://refhub.elsevier.com/S1322-7696(14)00065-1/sbref0110
http://refhub.elsevier.com/S1322-7696(14)00065-1/sbref0110
http://refhub.elsevier.com/S1322-7696(14)00065-1/sbref0110
http://refhub.elsevier.com/S1322-7696(14)00065-1/sbref0110
http://refhub.elsevier.com/S1322-7696(14)00065-1/sbref0110
http://refhub.elsevier.com/S1322-7696(14)00065-1/sbref0110
http://refhub.elsevier.com/S1322-7696(14)00065-1/sbref0115
http://refhub.elsevier.com/S1322-7696(14)00065-1/sbref0115
http://refhub.elsevier.com/S1322-7696(14)00065-1/sbref0115
http://refhub.elsevier.com/S1322-7696(14)00065-1/sbref0115
http://refhub.elsevier.com/S1322-7696(14)00065-1/sbref0115
http://refhub.elsevier.com/S1322-7696(14)00065-1/sbref0115
http://refhub.elsevier.com/S1322-7696(14)00065-1/sbref0115
http://refhub.elsevier.com/S1322-7696(14)00065-1/sbref0115
http://refhub.elsevier.com/S1322-7696(14)00065-1/sbref0115
http://refhub.elsevier.com/S1322-7696(14)00065-1/sbref0115
http://refhub.elsevier.com/S1322-7696(14)00065-1/sbref0115
http://refhub.elsevier.com/S1322-7696(14)00065-1/sbref0115
http://refhub.elsevier.com/S1322-7696(14)00065-1/sbref0115
http://refhub.elsevier.com/S1322-7696(14)00065-1/sbref0115
http://refhub.elsevier.com/S1322-7696(14)00065-1/sbref0115
http://refhub.elsevier.com/S1322-7696(14)00065-1/sbref0115
http://refhub.elsevier.com/S1322-7696(14)00065-1/sbref0115
http://refhub.elsevier.com/S1322-7696(14)00065-1/sbref0115
http://refhub.elsevier.com/S1322-7696(14)00065-1/sbref0115
http://refhub.elsevier.com/S1322-7696(14)00065-1/sbref0115
http://refhub.elsevier.com/S1322-7696(14)00065-1/sbref0115
http://refhub.elsevier.com/S1322-7696(14)00065-1/sbref0115
http://refhub.elsevier.com/S1322-7696(14)00065-1/sbref0115
http://refhub.elsevier.com/S1322-7696(14)00065-1/sbref0115
http://refhub.elsevier.com/S1322-7696(14)00065-1/sbref0115
http://refhub.elsevier.com/S1322-7696(14)00065-1/sbref0115
http://refhub.elsevier.com/S1322-7696(14)00065-1/sbref0120
http://refhub.elsevier.com/S1322-7696(14)00065-1/sbref0120
http://refhub.elsevier.com/S1322-7696(14)00065-1/sbref0120
http://refhub.elsevier.com/S1322-7696(14)00065-1/sbref0120
http://refhub.elsevier.com/S1322-7696(14)00065-1/sbref0120
http://refhub.elsevier.com/S1322-7696(14)00065-1/sbref0120
http://refhub.elsevier.com/S1322-7696(14)00065-1/sbref0120
http://refhub.elsevier.com/S1322-7696(14)00065-1/sbref0120
http://refhub.elsevier.com/S1322-7696(14)00065-1/sbref0120
http://refhub.elsevier.com/S1322-7696(14)00065-1/sbref0120
http://refhub.elsevier.com/S1322-7696(14)00065-1/sbref0120
http://refhub.elsevier.com/S1322-7696(14)00065-1/sbref0120
http://refhub.elsevier.com/S1322-7696(14)00065-1/sbref0120
http://refhub.elsevier.com/S1322-7696(14)00065-1/sbref0120
http://refhub.elsevier.com/S1322-7696(14)00065-1/sbref0120
http://refhub.elsevier.com/S1322-7696(14)00065-1/sbref0120
http://refhub.elsevier.com/S1322-7696(14)00065-1/sbref0120
http://refhub.elsevier.com/S1322-7696(14)00065-1/sbref0120
http://refhub.elsevier.com/S1322-7696(14)00065-1/sbref0120
http://refhub.elsevier.com/S1322-7696(14)00065-1/sbref0120
http://refhub.elsevier.com/S1322-7696(14)00065-1/sbref0120
http://refhub.elsevier.com/S1322-7696(14)00065-1/sbref0120
http://refhub.elsevier.com/S1322-7696(14)00065-1/sbref0120
http://refhub.elsevier.com/S1322-7696(14)00065-1/sbref0120
http://refhub.elsevier.com/S1322-7696(14)00065-1/sbref0120
http://refhub.elsevier.com/S1322-7696(14)00065-1/sbref0120
http://refhub.elsevier.com/S1322-7696(14)00065-1/sbref0120
http://refhub.elsevier.com/S1322-7696(14)00065-1/sbref0120
http://refhub.elsevier.com/S1322-7696(14)00065-1/sbref0120
http://refhub.elsevier.com/S1322-7696(14)00065-1/sbref0120
http://refhub.elsevier.com/S1322-7696(14)00065-1/sbref0120
http://refhub.elsevier.com/S1322-7696(14)00065-1/sbref0120
http://refhub.elsevier.com/S1322-7696(14)00065-1/sbref0120
http://refhub.elsevier.com/S1322-7696(14)00065-1/sbref0120
http://refhub.elsevier.com/S1322-7696(14)00065-1/sbref0120
http://refhub.elsevier.com/S1322-7696(14)00065-1/sbref0120
http://refhub.elsevier.com/S1322-7696(14)00065-1/sbref0120
http://refhub.elsevier.com/S1322-7696(14)00065-1/sbref0120
http://refhub.elsevier.com/S1322-7696(14)00065-1/sbref0120
http://refhub.elsevier.com/S1322-7696(14)00065-1/sbref0120
http://refhub.elsevier.com/S1322-7696(14)00065-1/sbref0120
http://refhub.elsevier.com/S1322-7696(14)00065-1/sbref0120
http://refhub.elsevier.com/S1322-7696(14)00065-1/sbref0120
http://refhub.elsevier.com/S1322-7696(14)00065-1/sbref0120
http://refhub.elsevier.com/S1322-7696(14)00065-1/sbref0125
http://refhub.elsevier.com/S1322-7696(14)00065-1/sbref0125
http://refhub.elsevier.com/S1322-7696(14)00065-1/sbref0125
http://refhub.elsevier.com/S1322-7696(14)00065-1/sbref0125
http://refhub.elsevier.com/S1322-7696(14)00065-1/sbref0125
http://refhub.elsevier.com/S1322-7696(14)00065-1/sbref0125
http://refhub.elsevier.com/S1322-7696(14)00065-1/sbref0125
http://refhub.elsevier.com/S1322-7696(14)00065-1/sbref0125
http://refhub.elsevier.com/S1322-7696(14)00065-1/sbref0125
http://refhub.elsevier.com/S1322-7696(14)00065-1/sbref0125
http://refhub.elsevier.com/S1322-7696(14)00065-1/sbref0125
http://refhub.elsevier.com/S1322-7696(14)00065-1/sbref0125
http://refhub.elsevier.com/S1322-7696(14)00065-1/sbref0125
http://refhub.elsevier.com/S1322-7696(14)00065-1/sbref0125
http://refhub.elsevier.com/S1322-7696(14)00065-1/sbref0125
http://refhub.elsevier.com/S1322-7696(14)00065-1/sbref0125
http://refhub.elsevier.com/S1322-7696(14)00065-1/sbref0125
http://refhub.elsevier.com/S1322-7696(14)00065-1/sbref0125
http://refhub.elsevier.com/S1322-7696(14)00065-1/sbref0125
http://refhub.elsevier.com/S1322-7696(14)00065-1/sbref0125
http://refhub.elsevier.com/S1322-7696(14)00065-1/sbref0125
http://refhub.elsevier.com/S1322-7696(14)00065-1/sbref0125
http://refhub.elsevier.com/S1322-7696(14)00065-1/sbref0125
http://refhub.elsevier.com/S1322-7696(14)00065-1/sbref0125
http://refhub.elsevier.com/S1322-7696(14)00065-1/sbref0130
http://refhub.elsevier.com/S1322-7696(14)00065-1/sbref0130
http://refhub.elsevier.com/S1322-7696(14)00065-1/sbref0130
http://refhub.elsevier.com/S1322-7696(14)00065-1/sbref0130
http://refhub.elsevier.com/S1322-7696(14)00065-1/sbref0130
http://refhub.elsevier.com/S1322-7696(14)00065-1/sbref0130
http://refhub.elsevier.com/S1322-7696(14)00065-1/sbref0130
http://refhub.elsevier.com/S1322-7696(14)00065-1/sbref0130
http://refhub.elsevier.com/S1322-7696(14)00065-1/sbref0130
http://refhub.elsevier.com/S1322-7696(14)00065-1/sbref0130
http://refhub.elsevier.com/S1322-7696(14)00065-1/sbref0130
http://refhub.elsevier.com/S1322-7696(14)00065-1/sbref0130
http://refhub.elsevier.com/S1322-7696(14)00065-1/sbref0130
http://refhub.elsevier.com/S1322-7696(14)00065-1/sbref0130
http://refhub.elsevier.com/S1322-7696(14)00065-1/sbref0130
http://refhub.elsevier.com/S1322-7696(14)00065-1/sbref0130
http://whqlibdoc.who.int/publications/9241545127pdf

	Elements of optimal paediatric palliative care for children and young people: An integrative review using a systematic app...
	1 Introduction
	2 Aim
	3 Method
	3.1 Eligibility criteria
	3.2 Information sources and search strategy
	3.3 Study selection
	3.4 Data collection and items
	3.5 Bias rating
	3.6 Synthesis

	4 Results
	4.1 Study selection
	4.2 Study characteristics
	4.3 Synthesis
	4.4 Location of care
	4.5 Psychosocial support
	4.6 Respite care
	4.7 Support is provided by specialists in paediatric care
	4.8 Sibling support
	4.9 Other

	5 Discussion
	5.1 A consultative model
	5.2 ‘Pop up team – shared care’ model of palliative care
	5.3 Limitations of this review
	5.4 Implications for research

	6 Conclusion
	Acknowledgements
	References


