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Abstract  Up  to  15---20%  of  adolescents  have  a  chronic  health  problem.  Adolescence  is  a  period
of particular  risk  for  the  development  or  progression  of  chronic  diseases  for  both  individuals
with more  prevalent  conditions  and  those  affected  by  rare  diseases.  The  transition  from  pae-
diatric to  adult  care  begins  with  preparing  and  training  the  paediatric  patient,  accustomed
to supervised  care,  to  assume  responsibility  for  their  self-care  in  an  adult  care  setting.  The
transition takes  place  when  the  young  person  is  transferred  to  adult  care  and  discharged
from paediatric  care  services.  It  is  only  complete  when  the  youth  is  integrated  and  func-
tioning competently  within  the  adult  care  system.  Adult  care  providers  play  a  crucial  role  in
healthcare welcoming  and  integrating  young  adults.  A  care  transition  programme  can  involve  transitions
of varying  complexity,  ranging  from  those  required  for  common  and  known  diseases  such  as
asthma, whose  management  is  more  straightforward,  to  rare  complex  disorders  requiring  highly
specialized  personnel.  The  transition  requires  teamwork  with  the  participation  of  numerous
DOI of original article: https://doi.org/10.1016/j.anpedi.2023.09.016
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professionals:  paediatricians  and  adult  care  physicians,  nurses,  clinical  psychologists,  health
social workers,  the  pharmacy  team  and  administrative  staff.  It  is  essential  to  involve  adolescents
in decision-making  and  for  parents  to  let  them  take  over  gradually.  A  well-structured  transition
programme  can  improve  health  outcomes,  patient  experience,  the  use  of  health  care  resources
and health  care  costs.
©  2023  Asociación  Española  de  Pediatŕıa.  Published  by  Elsevier  España,  S.L.U.  This  is  an  open
access article  under  the  CC  BY-NC-ND  license  (http://creativecommons.org/licenses/by-nc-nd/
4.0/).

PALABRAS  CLAVE
Transición;
Adolescentes;
Adultos  jóvenes;
Enfermedades  raras;
Enfermedades
crónicas;
Cuidados  apropiados
al desarrollo

Implementación  de  programas  de  transición  de  la  adolescencia  a  la  edad  adulta

Resumen  Hasta  un  15---20%  de  adolescentes  tienen  algún  problema  de  salud  crónico.  La  adoles-
cencia representa  un  periodo  de  riesgo  especial  para  la  evolución  de  las  enfermedades  crónicas
tanto en  aquellos  con  enfermedades  más  prevalentes  como  en  los  afectados  por  enfermedades
raras. La  transición  de  la  asistencia  pediátrica  a  la  adulta  empieza  con  la  preparación  y  capac-
itación del  paciente  pediátrico,  acostumbrado  a  los  cuidados  tutelados,  para  que  asuma  la
responsabilidad  de  su  autocuidado  en  una  unidad  de  adultos.  La  transferencia  es  el  momento
en el  que  la  persona  joven  pasa  a  los  servicios  de  adultos  y  es  dada  de  alta  de  los  servicios
pediátricos.  La  transición  sólo  se  completa  cuando  los  jóvenes  están  integrados  y  funcionan
con total  competencia  dentro  del  servicio  de  adultos.  Los  profesionales  de  adultos  tienen  un
rol crucial  a  la  hora  de  recibir  e  integrar  a  los  adultos  jóvenes.  Un  programa  de  transición
puede incluir  transiciones  de  diferente  complejidad,  desde  enfermedades  frecuentes  y  conoci-
das como  el  asma,  que  requieren  un  proceso  más  sencillo,  hasta  enfermedades  raras  complejas
con necesidad  de  participación  de  personal  muy  especializado.  La  transición  requiere  un  tra-
bajo en  equipo  con  participación  de  numerosos  profesionales:  pediatras  y  médicos  de  adultos,
enfermeras,  psicólogos  clínicos,  trabajadores  sociales  sanitarios,  equipo  de  Farmacia,  y  per-
sonal administrativo.  Es  importante  implicar  a  los  adolescentes  en  la  toma  de  decisiones  y  que
los padres  los  dejen  ir  progresivamente.  Un  programa  de  transición  bien  estructurado  puede
mejorar los  resultados  en  salud,  la  experiencia  del  paciente  y  la  utilización  y  coste  de  los
cuidados  sanitarios.
©  2023  Asociación  Española  de  Pediatŕıa.  Publicado  por  Elsevier  España,  S.L.U.  Este  es  un
art́ıculo Open  Access  bajo  la  licencia  CC  BY-NC-ND  (http://creativecommons.org/licenses/by-
nc-nd/4.0/).
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dolescents  and  young  adults  are  generally  regarded  as
 healthy  age  group  that  rarely  requires  medical  care.1

owever,  up  to  15---20%  of  adolescents  have  some  type
f  chronic  health  problem.2---4 This  number  has  grown  on
ccount  of  the  increased  survival  of  patients  with  diseases
hich,  only  a  few  decades  ago,  were  fatal  before  adulthood,

uch  as  cystic  fibrosis,  congenital  heart  defects,  cancer,
eurodevelopmental  disorders  or  chronic  complex  diseases
ith  technology  dependence5 in  addition  to  the  increasing

ncidence  of  lifestyle  diseases  such  as  obesity,  asthma  or
iabetes  or  mental  health  disorders.2,3

The  passage  from  adolescence  to  adulthood  is  a  stage
haracterised  by  important  physical,  psychological  and
ocial  changes  that  may  have  a  significant  impact  on  chronic
iseases.  Adolescents  with  chronic  disease  depend  on  their
arents  or  caregivers  to  help  them  manage  the  condition,
hich  limits  their  independence.  The  morbidity  caused  by
he  disease,  the  adverse  effects  of  medication  and  hos-
italizations  can  affect  areas  of  their  daily  life  including
heir  school  attendance  and  performance,  interpersonal
elationships  and  extracurricular  activities  to  a  consider-
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42
ble  extent.6 Children  with  disabilities  or  special  health
are  needs  are  a  particular  case,  as  their  families  play  an
ndispensable  role  in  their  care  that  continues  beyond  the
ransition  to  adulthood.

In  addition,  adolescents  with  chronic  diseases  are  more
ikely  to  suffer  from  mental  health  disorders  such  as  anxiety
r  depression.7 The  frequency  of  psychiatric  comorbidities
n  this  subset  of  adolescents  is  estimated  as  double  that  in
he  general  population.2 At  the  social  level,  many  confess
o  feeling  lonely  or  isolated  from  the  community.6

On  the  other  hand,  adolescence  is  a  stage  in  which  the
isk  for  the  development  and  worsening  of  chronic  dis-
ases  is  particularly  high,  both  for  prevalent  diseases1 and
are  ones.8 The  desire  for  independence,  autonomy  and
ushing  boundaries  may  lead  to  poor  adherence  and  risk
ehaviours  such  as  smoking  or  alcohol  or  drug  use.  Adoles-
ents  with  chronic  conditions  engage  in  these  risk  behaviours
ith  a  similar,  if  not  higher,  frequency  compared  to  their
ealthy  peers,2 leading  to  poorer  health  outcomes1;  some

xamples  of  this  are  the  increased  probability  of  exacer-
ations  in  patients  with  asthma  or  anaphylaxis  in  patients
ith  food  allergy,1 of  development  of  chronic  rejection  in
atients  with  solid  organ  transplants  and,  more  generally,

3
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ot  keeping  medical  appointments  and  decreased  adherence
o  treatment.9---11

All  of  the  above  entails  the  need  for  specific  support
uring  the  transition  to  adult  care.  The  care  model  for
oung  people  (adolescents  and  young  adults)  should  dif-
er  from  the  care  models  for  children  and  adults,  but  a
pecific  approach  for  young  individuals  is  not  widely  imple-
ented  in  health  care  systems.  The  term  ‘‘developmentally

ppropriate  care’’  has  been  proposed  to  refer  to  these
pecific  aspects.12,13 Other  proposed  terms  include  ‘‘age-
ppropriate’’,  ‘‘adolescent-friendly’’  or  ‘‘youth-friendly’’
are.  Such  an  approach  requires12:

 The  awareness  that  adolescence  entails  interrelated  phys-
ical,  cognitive  and  psychosocial  changes.

 Accepting  the  shift  in  the  role  of  parents  and  professionals
in  relation  to  the  adolescent.

 Implementing  strategies  to  empower  young  individuals,
fostering  their  autonomy  and  promoting  the  development
of  self-care  skills  to  assume  responsibility  for  their  own
management.

 Helping  the  adolescent  fit  health  care  goals  with  other  life
goals.

From  this  perspective,  the  concepts  of  health  care  tran-
ition  and  developmentally  appropriate  care  are  closely
elated,  as  the  latter  principle  encompasses  the  care  needs
f  all  adolescents  and  young  adults  during  this  stage,  recog-
ises  that  the  transition  to  adult  care  is  just  one  of  the  many
ransitions  that  take  place  in  adolescence  (social,  cultural
nd  economic)  and  that  each  of  these  individual  transitions
an  have  an  impact  on  the  rest.12,13

hat is a transition of care?
he  transition  from  paediatric  to  adult  care  services  is  a
lanned  and  organised  process  to  move  the  patient  from

 child-  and  family-centred  care  system  to  an  adult  care
ystem.14 The  paediatric  care  model  is  based  on  a  substan-

r
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a

Table  1  General  goals  of  a  structured  care  transition  programme

General  goals
To  prepare  the  patient  and  family/caregivers  to  transition  from  the

to a  more  autonomous  engagement  with  the  adult  care  system.
To achieve  a  successful  transition  through  the  collaboration  of  th
process, accepted  by  the  adolescent  and  the  family,  and  ensurin
To achieve  adequate  integration  of  the  young  adult  in  the  adult  

Specific goals
Development  of  a  personalised  and  developmentally  appropriate  c

the patient.
Prepare  the  adolescent  and  family/caregivers  for  the  transition  

self-care skills  and  taking  into  account  the  patient’s  individual  a
Working  on  different  aspects  of  patient  empowerment  and  self-c
Addressing  psychological  factors  that  could  pose  barriers  in  the  

family/caregivers.
Coordinate  the  transfer  between  the  two  care  teams  and  facilita
adult care  teams.
Develop  a  specific  care  model  for  young  adults  to  facilitate  integ

42
et,  M.A.  Aceituno-López  et  al.

ial  involvement  of  the  family  in  the  follow-up  of  the  patient
nd  in  decision-making.  Adult  care  is  based  on  the  autonomy
nd  independence  of  the  patient.  The  transition  from  pae-
iatric  to  adult  care  must  be  a  gradual  and  consensus-based
rocess,  as  a  failed  transition  can  result  in  decreased  adher-
nce  to  care  or  even  withdrawing  from  the  care  pathways
stablished  for  these  patients.

The  concept  of  care  transition  has  evolved  from  the
erely  administrative  transfer  from  paediatric  to  adult  care

o  comprehend  the  education  and  empowerment  of  ado-
escents  and  recognise  the  important  role  of  adult  care
roviders.  It  has  gone  from  being  the  exclusive  responsibil-
ty  of  paediatric  care  teams  to  be  shared  by  paediatric  and
dult  care  teams.

A  health  care  transition  is  not  a  discrete  event  occurring
t  a  specific  point  in  time,  but  a  process  that  includes  three
hases:  transition  planning,  transfer,  and  integration  into
dult  care.15

The  transition  to  adult  care  starts  with  the  preparation
nd  education  of  paediatrics  patients,  accustomed  to  having
heir  care  supervised  by  others,  to  assume  the  responsibility
or  their  self-management  in  adult  care  services.  The  transi-
ion  process  must  be  educational  and  therapeutic,  planned
nd  agreed  on  between  the  patient,  the  family  and  the  pae-
iatric  and  adult  care  teams,  to  the  benefit  of  all  involved
arties  and  with  the  purpose  of  minimising  any  potential
eleterious  effects.

Transfer  refers  to  the  moment  when  the  young  individual
nters  the  adult  care  system  and  is  discharged  from  pae-
iatric  care.  The  transfer  is  not  the  end  of  the  transition.
he  transition  is  only  complete  once  the  young  person  is
ully  integrated  and  functioning  competently  in  the  adult
are  system.15 Adult  care  providers  play  a  crucial  role  in
he  reception  and  integration  of  young  adults.  Young  adults
re  a  vulnerable  population  and  may  not  prioritise  health-
elated  issues  as  much  as  other  dimensions  of  their  lives

ike  education,  employment,  relationships  or  leisure.  For
he  transition  to  be  successful,  adolescents,  young  adults
nd  their  families  must  be  aware  that  staying  healthy  and

.

 supervised  approach  to  care  of  the  paediatric  care  system

e  paediatric  and  adult  care  teams  in  the  transition
g  continuity  of  comprehensive  and  speciality  care.
care  system.

are  transition  plan  based  on  the  maturity  and  capacities  of

sufficiently  ahead  of  time,  helping  the  patient  develop
nd  specific  abilities.
are,  both  in  hospital  and  community  settings.

transition  process,  either  in  the  patient  or  in  the

te  a  fluid  interaction  between  members  of  paediatric  and

ration  in  the  adult  care  system.

4



Anales  de  Pediatría  99  (2023)  422---430

Table  2  Difficulties  or  barriers  in  the  care  transition  process  that  must  be  identified  and  addressed  in  a  multidisciplinary
approach to  reduce  their  impact.

Adolescent
[•]Immaturity  and  dependent  behaviour.
• Severe  disease  or  disability  precluding  understanding  of  the  process.
• Lack  of  trust  in  the  adult  care  team.
• Poor  adherence  to  treatment  on  account  of  denial  of  the  disease  and  a  desire  to  be  like  the  age  peers.

Family/caregiver
[•]Resistance  to  change.
• Belief  that  the  paediatric  provider  is  the  doctor  that  best  knows  and  thus  can  best  manage  the  patient  and  family.
• The  paediatric  care  facility  is  a  well-known  and  familiar  environment.
• Overprotectiveness  and  difficulty  letting  the  adolescence  take  control.

Paediatric  care  team
[•]Overprotective  attitudes.
•  Inadequate  promotion  of  autonomy  in  the  patient  and  family/caregivers.
• Inadequate  education  of  patient  and  family/caregiver  about  the  disease  of  the  patient.
• Possible  ignorance  of  adult  care  pathways.

Adult  care  team
[•]Lack  of  training  to  work  with  adolescents  or  young  adults.
• Inadequate  knowledge  of  chronic  diseases  with  onset  in  childhood.
• Predominance  of  a  fragmented  care  model  with  scarce  implementation  of  multidisciplinary  care  approaches.
• Expectation  that  the  youth  be  an  autonomous  and  independent  individual.
• Less  likely  to  include  the  family  in  the  care  delivery  process  and  acknowledge  their  experience.
• More  experienced  in  the  management  of  aging  than  of  growth  and  development.

Health care  system
[•]Timing  of  transition  based  on  the  chronological  age  of  the  patient,  usually  18  years  for  hospital-based  care  and  14  years  for
primary care,  neglecting  to  take  into  account  the  maturity  of  the  patient.
• Abrupt  transition  without  adequate  preparation  and  with  exchange  of  summaries  and  reports  of  an  exclusively  clinical

nature.
• Lack  of  communication,  interaction  and  coordination  between  paediatric  and  adult  care  settings  and  levels  of  care.
• Absence  of  adequate  services  for  adolescents/youth  with  chronic  conditions.
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nsuring  the  continuity  of  care  are  key  for  achieving  all  their
ther  goals.

A  well-planned  transition  with  a  structured  protocol  and
lear  goals  (Table  1)  can  facilitate  the  engagement  of  adoles-
ents  and  young  adults  in  their  care,  increase  their  self-care
kills  and  promote  adherence  to  care  and  attendance  to
ollow-up  visits  in  primary  care  centres  or  at  hospital.9,16

chieving  these  objectives  requires  the  identification  of
xisting  barriers  related  to  patients  and  families  as  well  as
ealth  care  professionals  and  systems,  and  addressing  them
ith  a  multidisciplinary  approach  (Table  2).

It  is  important  to  take  into  account  that  a  transition
rogramme  may  include  care  transitions  of  varying  com-
lexity,  ranging  from  prevalent  and  well-known  diseases  like
sthma,  which  involve  a  simpler  transition  process,  to  rare
nd  complex  diseases  that  require  the  involvement  of  highly
pecialised  staff17 (Fig.  1).

In  the  past  two  decades,  standardised,  structured  tran-

ition  models  have  been  developed  in  health  care  systems
n  different  countries,  such  as  the  United  Kingdom  (Ready,
teady,  Go)18 or  the  United  States  (Got  Transition).19 In
pain,  some  hospitals,  such  as  Hospital  de  La  Paz20 or
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ospital  Vall  d’Hebron,21 have  developed  institution-wide
tructured  care  transition  programmes.  In  addition,  several
cientific  societies  and  expert  groups  have  developed  rec-
mmendations  for  the  transition  to  adult  care  of  patients
ith  specific  diseases.22---26

are transition stages and timeline

he  transition  process  has  to  be  individualised,  organised  in
hases  and  progressive.  There  are  3  distinct  phases:  plan-
ing  the  transition  from  paediatric  to  adult  care,  making  the
ransfer  to  adult  care  and  integrating  the  patient  into  adult
are,  including  post-transfer  follow-up15 (Fig.  2,  Table  3).

Planning  starts  between  ages  12  and  14  years.  The  goal  in
his  phase  is  to  empower  adolescents  to  become  autonomous
nd  assume  responsibility  for  self-management.
Transfer  usually  takes  place  at  age  18  years,  although
n  some  cases,  depending  on  pre-existing  conditions  and
he  receiving  care  system,  it  may  take  place  at  age  15---16
ears,  thus  shortening  the  care  transition.  Having  a  transfer

5
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Figure  1  Levels  of  complexity  in  the  care  transition  model.  Adapted  from  Szalda  D  et  al.17 with  the  permission  of  Elsevier.
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igure  2  Diagram  of  the  care  transition  model  applied  in  the  H
odel of  Got  Transition.15

‘package’’  or  folder  with  a  summary  of  all  the  necessary
nformation  can  be  helpful  (Table  3).

The  integration  in  adult  care  and  post-transfer  follow-up
hould  be  completed  within  3  years  of  transfer,  over  a  period
asting  1---3  years.

In  our  hospital,  we  adapted  the  6  core  elements  of  the
OT  Transition  model,15,19,21 including  4  distinct  compo-
ents  in  the  transition  planning  phase  (Fig.  2).

ssessment of transition readiness

lthough  the  timing  of  transfer  is  chosen  chiefly  on  the
asis  of  patient  age  and  the  regulations  of  the  specific
ealth  care  system,11 the  readiness  for  transition  should
lso  be  assessed.  Transition  readiness  questionnaires  assess

he  independence  of  adolescents  in  relation  to  health,  their
nowledge  and  their  skills,  and  help  identify  those  at  risk  of
oss  to  follow-up.27 The  routine  use  of  these  questionnaires
n  the  care  transition  process  is  recommended.15

a
a

a
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tal  Vall  d’Hebron  of  Barcelona.  It  is  based  on  the  6  core  element

The  Transition  Readiness  Assessment  Questionnaire
TRAQ)28 is  widely  considered  the  most  appropriate  instru-
ent  to  assess  readiness  and  has  been  applied  in  studies

f  patients  with  multiple  chronic  diseases,  although  it  has
ot  been  validated  for  patients  aged  less  than  16  years.27

ther  frequently  used  instruments  are  the  Good2Go,29

OT  Transition19 or  STARx  questionnaires.30 In  addition,  an
nstrument  known  as  the  Social-ecological  Model  of  Ado-
escent  and  Young  Adult  Readiness  to  Transition  (SMART)31

as  been  developed  to  make  a  comprehensive  assess-
ent  of  readiness  to  transition  from  multiple  perspectives,

ncluding  sociodemographic  and  cultural  characteristics,
isease-related  factors,  neurocognitive  and  psychological
spects  and  the  level  of  maturity,  in  addition  to  knowledge,
kills  and  autonomy.  Other  questionnaires  developed  to  date
re  adequate  for  collecting  information  about  knowledge

nd  skills,  but  not  for  assessing  psychosocial  aspects.32

Specific  questionnaires  have  also  been  developed  to
ssess  social  risk,  such  as  the  HEEADSSS  (Home,  Edu-

6
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Table  3  The  phases  of  the  transition  process.

Planning
Transition  guidance:  discussion  of  the  care  transition  process  with  parents  and  adolescents.
Educating  the  adolescent  and  promoting  autonomy

[•]Disease:  knowing  the  name  of  the  disease,  what  causes  it,  how  it  affects  the  adolescence  currently  and  how  it  can  affect
the patient  in  the  future.
• Medication:  knowing  the  names,  times  of  administration  and  dose  of  the  usual  medication.  Participation  in  medication

preparation and  administration.
• Healthy  lifestyle  habits:  knowing  which  habits  are  recommended  and  should  be  pursued.  Sexual  education.  Identification  of

potential behaviours  that  pose  a  health  risk.
• Care  team:  interaction  with  the  members  of  the  care  team  and  active  participation  of  the  adolescent  in  appointments.

Scheduling  upcoming  visits  and  tests.
• Visits  with  the  adolescent  alone.  Progressive  reduction  of  the  caregiver  role  of  the  parents.
• Information  on  resources  and  social  welfare  services.
Assessment  of  readiness  for  transition:  summary  of  skills  and  abilities  of  patient  and  communication  with  adult  care  team.

Transfer planning
Transfer

[-]Information  on  the  receiving  centres:  primary  care,  specialists  in  reception  area,  hospitals  offering  different  levels  of  care.
- Previous  communication  between  care  teams:  report  in  the  case  of  non-complex  diseases,  presentation  in  joint  meetings  or

committees, shared  visits.
- Introducing  the  patient  to  the  adult  care  facilities.
- Summary  documentation  for  the  transfer  (transfer  package):  medical  summary  and  treatment  plan,  patient  readiness  and

skills summary  and,  if  applicable,  mental  health  and  social  work  services  summary.
Integration  in  adult  care  system
[-]Update  and  share  with  the  young  adult  the  medical  summary  and  the  emergency  care  plan.
- Explain  the  adult  care  approach  (shared  decision-making,  confidentiality  and  consent,  access  to  records),  adherence  to

care and  the  preferred  means  of  communication.
- Reinforced  learned  skills  and  offer  education  and  resources  to  address  identified  needs.
Ensure scheduling  a  sufficient  number  of  checkups  and/or  visits,  which  in  the  early  stages  may  need  to  be  more  frequent
compared to  standard  adult  care.
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ation/Employment,  Eating,  Activities,  Drugs,  Sexuality,
uicidal  ideation  and  Safety)  clinician  structured  interview
ssessmeent33 or  its  adaptation  into  a  digital  screening
nstrument,  YouthCHAT.34

A  study  conducted  in  the  United  States  that  included
5  022  adolescents  found  an  increase  in  the  proportion
hat  were  adequately  prepared  for  transition  to  adult  care
etween  2016  and  2020,  from  16%  to  19%,  but  the  proportion
s  still  small,35 which  evinces  the  need  to  continue  introduc-
ng  care  transition  programmes.

are transition team

he  transition  process  is  team-based  and  requires  the
nvolvement  of  numerous  professionals:  paediatricians  and
dult  care  physicians,  nurses,  clinical  psychologists,  medical
ocial  workers  and  pharmacy  and  administrative  staff.

Nurses  play  an  essential  role  in  educating  adolescents
bout  their  chronic  health  condition  and  teaching  them
elated  skills,  improving  adherence,  coordinating  transition
ervices  and  resources  with  different  providers  and  levels

f  care,  supporting  youth  through  the  care  transition  and
onitoring  transition  outcomes  and  quality  of  life.36

Although  it  is  possible  to  establish  successful  transition
rogrammes  specific  diseases  with  dedicated  teams,  the

t
i

o
c

42
mplementation  of  a  general  care  transition  team  for  all  ado-
escents,  independently  of  the  disease,  can  greatly  benefit
rom  the  establishment  of  teams  specialised  in  care  transi-
ions  to  coordinate  the  programme  and  support  the  different
are  teams.3,17

For  the  transition  to  be  a  success,  it  is  not  enough  to
mplement  a  structured  programme  to  train  and  educate
dolescents;  instead,  the  transition  intervention  must  be

 collaborative  process  involving  the  adolescent  or  young
dult,  parents  and  health  care  professionals.11 In  a  recent
tudy,  70%  of  interviewed  adolescents  and  young  adults
xpressed  the  desire  to  have  more  information  about  their
isease,  including  its  natural  history,  the  available  treat-
ents  and  their  long-term  effects,  followed  in  frequency  by

eeds  related  to  lifestyle  habits,  such  as  nutrition  or  physical
ctivity.6

It  is  important  that  health  care  providers  involve  ado-
escent  patients  in  decision-making,  empowering  them  to
ake  choices,  encouraging  them  to  take  responsibility  for

heir  own  care,  addressing  them,  asking  them  and  listening
o  them  so  that  parents  do  not  speak  for  them  throughout
he  visits,  thus  allowing  adolescents  to  become  increasingly

ndependent.

Parents  have  to  trust  the  ability  of  their  children  to  take
ver  their  own  care  and  proactively  encourage  them  to  self-
are  at  home  and  learn  to  self-manage  their  medication.

7
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arents  must  undergo  a  transition  of  their  own  to  give  up
heir  role  as  primary  caregivers,  gradually  learning  to  trust
nd  let  go  adolescents  and  young  adults.11

In  the  case  of  patients  with  severe  intellectual  disability
hat  precludes  autonomy  in  self-management  or  activities  of
aily  living,  the  family  or  their  legal  guardians  will  continue
o  represent  them.  The  care  transition  plan  will  be  adapted
o  the  level  of  understanding  and  ability  to  self-care  of  the
dolescent.

he role of primary care in the care transition
rocess

rimary  care  professionals  (paediatricians,  family  physicians
nd  nurses)  play  an  important  role  in  the  transition  to  adult
are,  even  in  the  case  of  adolescents  with  complex  diseases
equiring  highly  specialised  care.  In  addition  to  addressing
heir  general  health  care  needs  (vaccination,  birth  control,
tc),  they  can  ensure  continuity  of  care  for  adolescents,
oung  adults  and  their  families,  which  can  have  a  very  ben-
ficial  impact  on  patient  outcomes.4 Thus,  for  instance,  a
ower  frequency  of  diabetes-related  hospital  admissions  has
een  reported  in  adolescents  who  were  followed  up  at  the
rimary  care  level  during  the  transition  to  adult  care.37

The  care  of  the  patient  can  be  transferred  to  a  hospital-
st  or  a  family  physician.38 In  the  case  of  common  diseases
ike  asthma,  the  care  of  the  patient  is  usually  transferred  to
amily  physicians,  maintaining  management  by  a  specialist
n  severe  cases.

In  spite  of  the  above,  the  role  of  primary  care  in  the
tructured  transition  process  is  not  adequately  recognised
n  the  literature,  and  communication  gaps  between  levels
f  care  still  abound.  A  recent  study  based  on  interviews  to
rimary  care  providers  yielded  the  following  key  points  to
mprove  their  contribution  in  care  transitions38:

 Adequately  educating  adolescents  and  young  adults  of  the
important  role  of  primary  care  providers  in  their  care.

 Adapting  primary  care  services  to  adolescents  and  young
adults,  offering  more  flexible  and  longer  appointments.

 Participate,  if  necessary,  in  shared  visits  with  specialists.
 Produce  summary  reports  or  letters  to  facilitate  the  tran-

sition  of  the  patient.

he role of patient organizations

n  important  challenge  for  care  transition  programmes  is  to
e  appealing  to  adolescents  to  attract  their  engagement  and
articipation.  Some  authors  have  proposed  that  the  support
f  other  adolescents,  especially  with  similar  chronic  con-
itions,  could  facilitate  a  better  transition.39 Some  patient
ssociations  offer  transition  support  programmes  for  ado-
escents  and  parents  that  can  contribute  significantly  to  the
uccess  of  the  transition.  It  is  important  for  care  transition
eams  to  collaborate  with  patient  associations,  know  their
ctivities,  disseminate  information  about  them  and  promote
he  participation  of  their  patients.
The  activities  can  be  as  varied  as  weekend  or  summer
amps  or  overnight  programmes,  half-day  or  day-long  ses-
ions,  individual  interviews  between  the  adolescent  and
embers  of  the  association  or  support  groups.

C

T

42
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These  interventions  can  be  helpful  with  aspects  such  as
ncreasing  knowledge  of  the  disease  and  promoting  better
ommunication  with  health  care  professionals,  improving
dherence  to  treatment,  fostering  relationships  between
atients,  providing  a  meeting  space  where  adolescents  can
alk,  interact,  break  their  isolation  and  gain  confidence,
ontributing  to  their  empowerment  and  autonomy,  helping
hem  become  independent  from  their  parents  and  develop
ife  goals.39

ntegration into adult care

dult  care  providers  play  a  crucial  role  in  receiving  and
ntegrating  young  adults.  Adult  care  systems  must  recognise
oung  adults  as  a  population  with  special  needs.  Providers
erving  young  adults  must  have  adequate  knowledge  of
ongenital  or  childhood-onset  diseases  and  adolescent  and
oung  adult  development.

In  the  early  visits,  it  is  important  to:

 Address  any  concerns  the  young  adult  has  about  the  tran-
sition  to  adult  care  and  develop  rapport.

 Explain  the  adult  care  approach  (shared  decision-making,
confidentiality  and  consent,  access  to  health  records).

 Ensure  that  sufficient  routine  or  follow-up  visits  are
scheduled  early  in  the  transition,  which  may  be  greater
compared  to  standard  adult  patients,  in  order  to  ensure
adequate  follow-up  and  facilitate  adjustment  to  the  new
situation.

uality control in transition services

o  improve  the  outcomes  of  health  care  transition  inter-
entions,  it  is  important  to  assess  their  quality,  preferably
ithin  a  ‘‘triple  aim’’  framework16,40:

 Health  outcomes:  adherence  to  care  and  follow-up  visits,
disease-specific  outcomes,  quality  of  life,  self-care  skills,
complications,  mortality.  Some  examples  of  disease-
specific  or  adherence  to  care  outcomes  are:  glycated
haemoglobin  levels,  frequency  of  epileptic  seizures,
juvenile  idiopathic  arthritis  control  scales,  renal  graft  sur-
vival,  etc.

 User  experience: satisfaction  and  barriers  to  care.
 Utilization  and  costs  of  care: frequency  of  pretransition

vs  post-transition  outpatient  visits,  hospital  admissions,
emergency  department  visits  etc.

Several  systematic  reviews  have  shown  that  a  well-
tructured  health  care  transition  programme  can  improve
hese  3  aspects.16
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