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Review

Introduction

The transition from pediatric to adult care, recommended 
to start at age 12 and continue until 25, is a challenging 
process for adolescents and young adults (AYAs) with 
chronic physical health (eg, diabetes, cystic fibrosis) and/
or mental health (eg, depression, schizophrenia)1-3 condi-
tions. Without continuous care during this period, AYAs 
may disengage from needed healthcare services or experi-
ence a worsening of symptoms leading to hospitalization 
or emergency department utilization.4-6 Prior to transfer 
(typically at age 1),2,3 it is recommended that AYAs are 
connected to a primary care physician (PCP), most 
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commonly a family physician in Canada, or equivalent 
PCP, such as a general practitioner in the United Kingdom.7,8

A systematic review designed to support AYAs exiting 
pediatric services and enhance their long-term outcomes 
revealed only 3 studies with a primary care component9; 
none evaluated the effectiveness of primary care specifi-
cally. It is largely unknown what proportion of AYAs with 
chronic conditions transition to a PCP from pediatric 
specialist(s), or how PCPs are involved during the transition 
process. A broader understanding of PCP involvement for 
AYAs with various chronic conditions, including models of 
primary-specialty collaborative care, is critical to informing 
how PCPs can optimally assist during transition.

The purpose of this scoping review was to summarize 
how PCPs support AYA (ie, 12-25 years old) during the 
transition period. Sub-questions included: (1) How many 
AYAs visit a PCP before and after transfer? (2) What are the 
potential benefits or challenges of PCP involvement during 
transition? and (3) What models of collaborative primary-
specialty care models exist for transition care? This work 
will inform the development of a primary care intervention 
to optimize care transitions for AYAs.

Methods

The protocol for this study has been published10 and regis-
tered within the Open Science Framework database (registra-
tion DOI: 10.17605/OSF.IO/6X4MQ). This review is reported 
in accordance with the Preferred Reporting Items for 
Systematic Reviews and Meta-Analyses extended for scoping 
reviews checklist11 (Supplemental Material). A six-step scop-
ing review framework, originally developed by Arksey and 
O’Malley,12 and refined by Levac et al13 and Peters et al14,15 
was utilized. A librarian guided the search of multidisciplinary 
online databases (Figure 1). To identify additional studies of 
relevance, we applied snowball methods16 to the reference 
lists of articles found by the initial search.

Data Analysis

Inclusion/exclusion criteria for eligible studies are summa-
rized in Supplemental Table S1. Briefly, eligible studies were 
published in English between 2004 and 2019, presented pri-
mary research with no limitations on study design, and 
focused on AYAs with chronic physical health and/or mental 
health condition(s) who had received care by a specialist phy-
sician (eg, psychiatrist, pediatric oncologist). Study screening 
was completed in triplicate (KS, BA, AF) and occurred at 2 
levels: (i) title/abstract and (ii) full-text. Discrepancies about 
study relevance were resolved via group discussion. A data 
extraction tool10 was developed through an iterative process 
including pilot testing and team consultation. Microsoft Excel 
and NVivo software17 were used to track, organize, and extract 
data. Extracted data included characteristics relevant to: study 
(eg, year, design), population (eg, AYA mean age, diagnoses), 

context (eg, country, clinical setting), and concept (eg, rele-
vant findings/outcomes). Where appropriate, we used qualita-
tive description18,19 and summative content analysis,20 to 
synthesize data.21,22 We maximized validity and rigor through 
independent and team analysis of the extracted data, re-read-
ing articles, reviewing supplementary data, and comparing 
interpretations within our multidisciplinary team.22

Ethical Approval

Ethical approval was not needed nor sought for this study.

Results

Study Characteristics

From a total of 3176 (nonduplicate) abstracts, 239 full-text 
articles were screened for eligibility (Figure 1). The final anal-
ysis included 58 studies, of which most were conducted in 
North America and published in or after 2015. Half of the stud-
ies (n = 29) focused on AYAs with chronic physical health con-
ditions (eg, type 1 diabetes, sickle cell disease); of these studies, 
12 focused on AYA cancer survivors. Nineteen studies focused 
on AYAs with a primary mental health issue (eg, depression, 
anxiety). The remaining 10 studies focused on AYA with both 
physical and mental health conditions (Table 1).

Evidence Summary for Transitioning AYAs and 
Primary Care

PCP roles and responsibilities: Perceived roles of PCPs for 
AYAs with chronic conditions who had received (or were 
receiving) specialist care were described in 18 studies (7 
quantitative23,35,47,50,59,60,79; 11 qualitative),55,61,64,66-71,73 which 
included the perspectives of AYAs and/or their caregivers 
(n = 6),37,68-70,73,75 specialist providers (n = 4),63,67,68,70 and  
family physicians (FPs) themselves (n = 14).37,52,61,64-68,70-72,74-76 
Common responsibilities of PCPs included: medication  
management (specifically prescribing and counsel-
ing),35,52,61,64,67,70,71 making referrals to specialists and/or 
community resources,35,64,70,71,73 managing mental health 
problems until more specialized services were needed or 
became available,35,61,70,71 serving as care coordinator when 
multiple services/providers were involved,64,71 and address-
ing “primary health care issues” (eg, immunizations; dis-
cussing lab results; managing flu-like symptoms, acute 
injury).23,35,73,75 Often PCPs were comfortable with caring for 
AYAs until their symptoms reached a threshold wherein 
more expertise was desired/needed.61,67,70,71

Frequency of PCP Visits

In a population survey of caregivers of AYAs with special 
healthcare needs, 39% of AYAs reported receiving care from 
a “lifespan-oriented” provider (eg, PCP).48 In 2 population-
based cohort studies,40,41 34% of AYAs with diabetes41 and 
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27% of those with severe mental illness40 saw a different 
physician during the “transition ages” (ages 17-18) com-
pared to “pre-transition” (ages 12-16), that is, discontinuous 
primary care. In both studies, AYA with discontinuous or no 
primary care during transition experienced worse outcomes 
in young adulthood (ages 19-26).

Six studies reported annual PCP visit rates by AYAs 
with chronic conditions (cancer survivors23,24; congenital 

heart disease44; severe mental illness40; diabetes41; com-
plex chronic conditions)42; 4 additional studies also 
reported PCP visit frequency within the last year based on 
AYA/caregiver self-report.48,51,54,55 Frequency of PCP visits 
per year varied within and across studies. For example, 
AYAs with either muscular dystrophy or complex chronic 
conditions were observed to have a median of 3 to 4 PCP 
visits/year,33 while AYA cancer survivors appeared to have 

Figure 1. Study inclusion flowchart.
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at
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ra
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t c
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 s
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 c
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 c
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nd
 

ad
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ce

nt
 p
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%
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an
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er

re
d 

fr
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 C
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H
 c

ar
e 
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 P
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: t

o 
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P 
57

%
; r

eq
ui

re
d 

lo
ng

 t
er

m
 p

sy
ch

ia
tr

ic
 c

ar
e 

ou
ts
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e 
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 t

he
 m

od
el

, 1
0%
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e 

pr
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es
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 c
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lta
tio
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 1

2%
; d
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 n

ot
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tt
en

d 
th
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r 
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le
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llo
w
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p 
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en
t

T
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 e
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an
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a
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or
t

Po
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tio
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se
d 
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 o

f 
in
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al
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di
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se
d 

w
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se

ve
re

 m
en

ta
l i

lln
es

s

A
Y

A
s 

(N
 =
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40

9)
;

M
 =

 1
4.

8,
SD
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,
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=

 1
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16

Se
ve
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 m

en
ta

l 
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ne
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, 
m

oo
d 

di
so

rd
er
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sc
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re

ni
a,
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tin
g 
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so

rd
er

 
w

ith
 p

ri
or
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h 
ad

m
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si
on

)
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ue
nc
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of

 P
CP

 c
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ta
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: A
t 

ba
se
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s 
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-1
6)
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A

Y
A

s 
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7%
) 

se
en

 b
y 

a 
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; d
ur

in
g 

tr
an

si
tio
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(1

7-
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), 
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%
 

co
nt

in
ue

d 
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 s
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 t
he

 s
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e 
ph

ys
ic

ia
n,
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1%

 s
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 a
 d

iff
er

en
t 

FP
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%
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o 
pr

im
ar

y 
ca

re
.

U
ni
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e 

ch
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ac
te
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s 
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llo
w
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 b
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Y
A

s 
w
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sc
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 d
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 r
ec
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 d
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en
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 d
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y 
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 d
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n 
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d 
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at
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el
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m
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lth

oo
d 
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m
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d 
w
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se

 
w
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 c
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tin

uo
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 p
ri

m
ar

y 
ca
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Y
A

s 
w

ith
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o 
pr

im
ar

y 
ca

re
 d

ur
in

g 
tr

an
si

tio
n 

ha
d 

hi
gh

er
 r

at
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 o
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H
-r

el
at

ed
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m

is
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s.

T
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 1
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R
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d 
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f 
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di
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s 
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no

se
d 

w
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T
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e 
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D
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s

A
Y

A
s 

(N
 =
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5)
;

M
 =

 N
R
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 =
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R
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=

 1
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T
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e 
1 

D
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 P
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 c
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: 1
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f A
Y

A
s 
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 p

ri
m

ar
y 

ca
re

 
vi

si
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 d
ur

in
g 

tr
an

si
tio

n 
ag

e 
(a

ge
s 

17
-1

8)
. O

f t
ho

se
 w

ho
se

 
ph

ys
ic

ia
n 

fo
r 

pr
e-

tr
an

si
tio

n 
pr

im
ar

y 
ca

re
 w
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 fa
m
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ph
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ic
ia

n,
 2

5%
 h

ad
 a

 d
iff

er
en

t 
ph

ys
ic

ia
n 

fo
r 

pr
im

ar
y 

ca
re

 
du
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ng

 t
ra

ns
iti

on
 a

ge
. 3
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 h
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t 
le

as
t 

on
e 

vi
si

t 
w

ith
 a

 
ph

ys
ic

ia
n 

fo
r 

pr
im

ar
y 

ca
re

 d
ur

in
g 

tr
an

si
tio

n 
ag
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 b

ut
 n

on
e 

w
ith

 t
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 p
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ci
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 p
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vi

de
d 

pr
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 d
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n 
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sk
 o
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 d
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f 
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 c
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,4
97
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M
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R
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R
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 c
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 c
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 c
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cr
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r 
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 p
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m

ar
y 
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ia
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s 
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o 
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 p
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se
d 
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te
r 

tr
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sf
er

 o
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y 
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on
g 
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ut

h 
w
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C

s 
(7

8.
3%
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s 
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.7

%
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 <
 .0
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 p
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po
rt

io
n 

of
 y
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 p
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y 
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e 
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is

it 
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 t
he

 2
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s 
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r 
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an
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er
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re
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os
s 

al
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 c
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al
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up
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 O
ve

ra
ll 

(a
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s 
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ou
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) 

10
 p

ri
m

ar
y 

ca
re

 v
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be
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10

 
an
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el
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A
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ed
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43
C
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or
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pu
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se
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ho
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 o
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s 

(N
 =

 1
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2)
;

M
 =

 1
1.
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ar
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 =
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R
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=
 1
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4

T
yp
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M
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f c

ar
e:

 (
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s,

 e
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 c
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t c
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w
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p 
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d 
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 o

f c
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s 
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e 

sa
m

e 
le

ve
l o

f a
dh
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el

in
es

 a
s 

ca
re

 p
ro

vi
de

d 
by

 s
pe
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at
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 c
ar

di
ol

og
y 

ca
re

, a
nd

 p
ri

m
ar

y 
ca

re
 

pr
ov

in
ce

-w
id
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d 
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m
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A
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 =
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M

 =
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 =

 N
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=
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 c
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y 
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 c
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g;
 g

ap
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w
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n 
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P 
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rs
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lo
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ith
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A
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A
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ge
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d 

w
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 s
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oo
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 c
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 A
Y

A
s 

w
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e 
m
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e 
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el

y 
to

 b
e 

se
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y 

a 
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P 
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ca
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st
s.
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 (c
on

tin
ue

d)



9

A
ut

ho
rs

C
ou

nt
ry

T
yp

e 
of

 s
tu

dy
C

lin
ic

al
 s

et
tin

g/
co

nt
ex

t
T

ar
ge

t 
po

pu
la

tio
na

Pr
im

ar
y 

di
ag

no
si

s
R
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U

S
C
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 p
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ia
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m
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m
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ia
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 c
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 =
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t c
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f a
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 c
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fo
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n 
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d 
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t c

ol
la
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tio
n:

 s
tr
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g 
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er
en
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ta
tio

n 
m
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%
) 

(ie
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H
 s

er
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ce
s 

pr
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 in
 

pr
im

ar
y 

ca
re

 s
et

tin
g 

in
 c

on
su

lta
tio

n 
w

ith
 M

H
 s

pe
ci

al
is
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) 
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co
-lo

ca
tio

n 
m

od
el

 (
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%
) 

(ie
, M

H
 c

lin
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ia
ns

 a
va
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e 
“o

n-
si

te
” 

in
 p

ri
m

ar
y 

ca
re

 o
ffi

ce
), 

vs
 in

te
gr

at
ed

 m
od

el
 (
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%

) 
(ie
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M

H
 c

lin
ic

ia
n 
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re
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 p
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C
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U

S
C
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l 
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 p
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ca

re
 p

ro
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at
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M
en
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ita
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t c
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m
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s 

an
d 
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w
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en
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ot
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e 
m

os
t 
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ef

er
re

d 
co

m
m

un
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at
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n 
m

od
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 w
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H

 s
pe
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is
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lo
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at
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, p

ro
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s 
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m
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t 
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w
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e 
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e 
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m
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g 

M
H

 r
ep
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 c
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t c
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w

ith
 M

H
 

sp
ec
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at
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ra
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at
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 c
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at
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ra
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 r
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: d
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f c
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f c
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 p
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higher PCP visit rates (ie, 7-10 visits/year).23,24 Most stud-
ies reported AYAs visiting a PCP at least once a year; how-
ever, observation windows varied across studies and none 
reported annual visit rates during the entire transition 
period (ages 12-25). The longest observation window 
(16 years) was reported in 1 longitudinal study44 of chil-
dren with congenital heart disease, followed from age 6 to 
22; these children were more likely to visit their PCP than 
their cardiologist over time and their frequency of special-
ist visits decreased as they became older. Finally, charac-
teristics of AYAs more likely to be seen by a PCP during 
the transition period included: being female,24 non-Black,33 
older,24,79 and greater disease severity/complexity (eg, 
greater number of cancer relapses,24 increased pain sever-
ity,51 mental health comorbidity).34

Transfer or discharge from pediatric services: Five 
intervention studies28-30,38,39 reported rate of transfer to a 
PCP among AYAs discharged from pediatric services. Most 
of these studies examined transfer from a specialized pedi-
atric mental health service (eg, early psychosis program29; 
collaborative child psychiatric consultation model).28,39 The 
rate of transfer to a PCP in these studies varied based on 
diagnosis: 24% of those in an early psychosis program,29 
49% with ADHD, 28% with anxiety, and 6% with 
depression.28 If AYAs were not discharged to a PCP, they 
either remained in pediatric services or were transferred to 
specialized adult mental health services.28,29 Only 1 study29 
outlined specific criteria for AYAs most appropriate for 
follow-up in primary care: stable (ie, no hospital admissions 
or emergency services in the last year of treatment), not 
receiving case management services, and only receiving 
maintenance (or no) pharmacotherapy. Two studies exam-
ined rates of transfer to a PCP from a chronic physical 
health condition program (Turner syndrome38; diabetes).30 
In the diabetes cohort, 20% transferred to a PCP, 38% to a 
specialized outpatient unit, and 41% to an adult diabetes 
center.30 About 90% of AYAs in the Turner syndrome cohort 
reported having seen their PCP in follow-up; however, one 
third indicated their PCP was not aware of their Turner syn-
drome diagnosis.38 One study uniquely described a 
Transition Medical Clinic (TMC)27 designed specifically to 
support AYAs with special healthcare needs transitioning to 
adult care, including primary care. The authors noted the 
complex nature of AYAs accepted into the clinic made it 
“impossible to find adult community providers who had the 
necessary time, training, and resources” (p. 5).33 As such, 
the TMC stood as the most suitable “medical home” for 
patients (up to age 54) who continued to receive care from 
pediatric providers.27

Benefits and Challenges to PCP Involvement and 
Care Collaboration During Transition

The most commonly cited benefit of PCP involvement dur-
ing the transition period was the positive impact of 

long-standing relationships between PCPs and AYAs (and 
family members) on clinical decision-making.64,67,70,71,73,74 
This finding was evident across qualitative and mixed 
methods studies exploring the perspectives of AYAs/care-
givers, specialists, and PCPs using interviews, focus groups, 
and surveys. One study,67 described the advantages PCPs 
have in understanding a young person’s needs and the “col-
lateral history” based on their in-depth knowledge of the 
family. This relationship was reported by psychiatrists and 
PCPs themselves as advantageous in making decisions 
about when to refer an AYA for mental health services and 
which medications to prescribe based on other family mem-
bers’ responses to medications.67 PCPs were often described 
as trusted members of the health care team64,70,74; 1 study 
highlighted that PCPs felt they were less stigmatizing for 
AYAs to see than specialists (ie, psychiatrists).74 Another 
found AYAs with lifespan-oriented providers (eg, FPs) were 
more likely to have discussions about adult health needs 
and adult health insurance compared to AYAs followed 
solely by child-only providers.48

The most common barriers associated with PCP involve-
ment for AYAs with chronic conditions included a perceived 
lack of knowledge by PCPs about chronic conditions and 
complex mental health conditions, and a lack of training 
and education in managing AYAs with complex and chronic 
conditions, which was identified in 12 articles spanning the 
perspectives of AYAs/caregivers, specialists, and PCPs 
themselves.61,63,65-70,73-76 Another barrier to PCP involve-
ment for this group was the lack of time to address complex 
mental health issues during appointments,70-72,74 and inade-
quate reimbursement for time-intensive responsibilities like 
providing palliative care or managing complex mental 
health diagnoses.70,71,75

Thirty studies reported on perceived benefits and/or 
challenges of primary-specialty care collaboration and are 
summarized in Table 2. Ten qualitative studies, summarized 
in Table 3, reported on perceived barriers in the manage-
ment of AYAs with chronic conditions.

Shared Care Models of Primary and Specialist 
Care

Thirteen studies25-28,32,35,39,52,57,69,72,74,77,78 evaluated a shared 
care model involving some form of collaboration between 
PCPs and specialists for certain conditions; model summa-
ries are provided in Table 4. Overall, there was a strong 
preference among PCPs for consultation or shared-care 
models.35,45,49 Participating PCPs reported this improved 
their ability to support AYAs with chronic conditions in pri-
mary care settings.37 In 2 studies involving AYA cancer  
survivors,25,35 a shared-care model substantially increased 
the number of AYAs followed by a PCP post-intervention 
compared to a control group receiving usual care. For 
shared-care models specifically targeting AYAs with mental 
health issues, participating PCPs reported consultations 



Schraeder et al 23

with mental health specialists helped them to better meet 
the mental health needs of AYAs and improved their skills 
in mental health care.39

Conclusion

This scoping review sought to identify and synthesize avail-
able evidence about the involvement of PCPs during transi-
tional care, the potential outcomes of continuous primary 
care, and the benefits and/or barriers of PCP involvement 
for AYAs with chronic conditions involved with specialist 

services. The roles identified to be the shared or sole respon-
sibility of PCPs were managing medications, attending to 
mild to moderate mental health issues, making referrals to 
specialists, care coordination, and general health concerns. 
PCPs involvement was typically reported at diagnosis, or at 
discharge from specialty services. Frequency of PCP 
involvement was more often reported through quantitative 
studies, and varied greatly by condition; however, PCP 
involvement did appear more likely for female, non-Black, 
older AYAs, and those with greater disease severity/
complexity.

Table 2. Studies (N = 30; 13 Quantitative and 17 Qualitative or Multi-Methods) Reporting on Perceived Benefits and/or Challenges 
of Primary-Specialty Care Collaboration for Transition-Age AYAs.

Benefits of collaboration Article(s)

Improved capacity of PCPs to provide palliative care to terminal AYA Jünger et al,64 Duffey-Lind et al,75 Kaal et al37

Improved quality of and access to care Hassink-Franke et al,74 Malas et al,52 Feyissa et al26

Better knowledge of mental health treatment (including medication options) 
amongst PCPs

Murphy et al,67 Gadomski et al,72 Malas et al52

Better integration between primary care and specialist mental health services Gadomski et al,72 Malas et al52

Facilitators to collaboration
 Training/guidelines for PCPs on managing complex patients in primary care 

and communicating with specialists
Duffey-Lind et al,75 Mertens et al,63 Gadomski 

et al,72 Feyissa et al,26 Schaffalitzky et al62

 Good communication channels (eg, shared medical records, faxed written 
notes) in place for the exchange of written/verbal information about 
patients

Han et al,73 Duffey-Lind et al,75 Salt et al65

 Establishment of clear roles for PCPs and specialists in the management of 
patients (ie, psychiatrists diagnose ADHD and provide psychoeducation, 
PCP does medication management in primary care)

Hassink-Franke et al,74 Salt et al65

 Use of telehealth/telepsychiatry for consultations between GPs and 
specialists

Malas et al52

Table 3. Studies (N = 10, All Qualitative) Reporting on Perceived Barriers to in the Management of AYA With Chronic Conditions.

Barriers to collaboration Article(s)

Lack of collaboration/communication due to system-level issues and 
“silos” (eg, no summary of treatment available to PCPs following 
oncologist involvement; no procedure for communication about the 
needs of depressed youth being followed by psychologist and PCP; lack 
of counter-referral information from specialist back to PCP to avoid 
repeat procedures)

Schraeder et al,70 Nóbrega et al,68 Richardson 
et al,71 Kaal et al,37 Mertens et al,63 Salt et al65

PCPs experiencing difficulties accessing medical information/reports for 
patients being cared for by specialists

Richardson et al,71 Duffey-Lind et al,75 Mertens 
et al,63 Vaz et al,76 Nathan et al49

Lack of clarity surrounding PCP role and scope in the management of 
complex patients

Murphy et al,67 Vaz et al76

Lack of an integrated electronic reporting system for all providers 
involved in a patient’s care

Vaz et al76

Lack of remuneration or adequate reimbursement Okumura et al,59 Okumura et al60

Dissatisfaction among PCPs with communication with mental health 
specialists and lack of access to psychiatrists for referrals and/or 
consultation was common

Davis et al,45 Campbell et al46

PCPs were generally described as “out of the loop” once specialists became 
involved in the management of AYA with complex conditions was 
identified in three studies

Hølge-Hazelton and Christensen,66 Schraeder 
et al,70 Kaal et al37
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Table 4. Descriptions of Shared Models of Care Presented in Included Studies (n = 14).

Authors Type of model of care Detailed description of model

Berens and Peacock27 Specialized Transition 
Clinic

A continuous and well-coordinated medical home in the adult-oriented 
healthcare (equivalent to specialized pediatric clinic) for complex 
patients (eg, high ER users, low transition readiness, complex/on-going 
conditions, technology dependence, intellectually disabled) unable to 
use or graduate to community-based care/services. Service providers 
included internal medicine residents, physician trained in internal 
medicine and pediatrics, social workers, and nurses.

Aupont et al28 Targeted Child 
Psychiatric Services

Primary care providers (ie, primary care physicians and nurse 
practitioners) and psychiatrists and child psychiatric nurse practitioner 
were connected though telephone consultation, referral/access to 
specialist services for evaluation and written treatment plans, and then 
transition back into primary care for management/long-term care. 
Consultation was same day and lasted up to 2 h.

Costell32 Shared care cancer 
survivorship 
telemedicine model 
(telemedicine shared 
transition visit)

AYAs who were at least 18 years old and 10 or more years post-cancer 
treatment were asked to schedule an office visit with their PCP. 
Collaborative partnership developed between AYA’s survivorship 
team (eg, pediatric oncology team), the PCP, and the survivor, using 
telemedicine. A one-time “transition visit” involved PCP completing a 
standard history and physical and a virtual portion (via telemedicine) 
conducted by a provider from the survivorship team. This involved 
a review of the individual’s treatment summary, oncology treatment 
details, potential late effects of treatment, screening, and surveillance 
recommendations.

Lindsay et al69 Inter-agency spina bifida 
transition clinic

Collaborative partnership developed between a pediatric rehabilitation 
hospital and an adult community health center to provide continuous, 
client-centered care to AYAs with spina bifida (14-25 years). At the 
pediatric rehabilitation hospital, transition team members including an 
adolescent medicine specialist, transition-focused nurse practitioner, 
transition-focused life skills coach were integrated into the spina 
bifida outpatient clinic. Transition supports included health education, 
checklist, readiness assessments, promoting independence, self-care, 
life-skills and self-advocacy. Supports continues from 18 years till 
25 years.

Malas et al52 Collaborative Care 
Program

Multi-level telepsychiatry consultation service connecting primary care 
providers (ie, nurse practitioners, physician assistants, MDs, doctors 
of osteopathic medicine) with mental health specialists for support. 
Behavioral Health Consultants (BHC) could provide referrals, brief 
in-person consultation, evaluation, and non-pharmacological treatment; 
child and adolescent psychiatrists (CAP) could phone consult; video 
consultation for patients and their caregivers was available; group 
consults involving many primary care provides seeking help facilitated/
lead by BHC or CAP; some in-person or embedded CAP consultation; 
and partnership with community resources and organizations for any 
additional unmet needs.

Kinahan et al35 Shared care follow-up 
model

Primary care providers (eg, GP) and oncologists communicated with 
electronic medical records and up-to-date clinical notes. Oncologists 
were responsible for cancer treatment, informing primary care 
physician, making plan and recommendations for long-term cancer 
survivorship care, transition support to primary care, being available 
for consults or referrals. Primary care providers roles were to manage 
physical and mental health post-cancer treatment, treat/manage some 
aspects of chronic condition within primary care knowledge and 
resources, refer and consult when aspects of chronic condition are out 
of primary care scope.

 (continued)
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Authors Type of model of care Detailed description of model

Asarnow et al77; Rapp 
et al78

Collaborative integrated 
care model

Mental health specialists (ie, psychotherapists, social workers, persons 
with masters or PhD degrees in mental health field) delivered 
treatment and assisted primary care providers in patient evaluation, 
education, treatment initiation, follow-up care, and referral during 
6-month intervention period.

Gadomski et al72 Project Training and 
Education for the 
Advancement of 
Children’s Health 
(TEACH)

State program promoting PCP-mental health integration. Child and 
adolescent psychiatrists provided: 3 h evening or weekend long courses 
to train PCPs on mental health, telephone consultation about specific 
cases (either twice monthly for 6 months or every weekday within a 
90 min window), advice on referrals and face-to-face evaluations when 
no other mental health resources available to PCPs.

Hassink-Franke et al74 Collaborative ADHD 
program

Care roles were divided between specialists and GPs. ADHD was 
diagnosed by specialists in secondary or tertiary care, while GPs 
prescribed medications and monitored symptoms following a 1-h 
ADHD training course. For uncomplicated ADHD, collaboration was 
no on-going post-diagnosis and referral back to GP.

Ducassou et al25 Shared-care follow-up 
model

GPs received personalized survivorship care plan and a written medical 
history report from pediatric oncology/cancer centers.

Fallucco et al39 Child Psychiatry 
Consultation Model

PCPs had access to psychiatrists during reserved consultative time slots, 
triage forms, a referral coordinator, and specialized mental health 
training/workshops. PCPs and psychiatrists communicated via phone 
and mail/email.

Pidano et al57 Partnered practices Partnership between pediatric primary care and mental health services 
to ensure availability of ongoing communication and consultation 
between providers for mental health issues.

Feyissa et al26 Co-management care 
model for concussion

Subspecialists (ie, psychiatrists, nephrologists, endocrinologists) and 
pediatric primary care providers used toolkits including patient 
screening and assessment, and caregiver education, and provider 
communication materials, designed by both provider type, for more 
common and lower-acuity conditions (eg, concussion, migraines) were 
used by primary care providers.

Table 4. (continued)

Early PCP involvement among AYAs may facilitate 
improved uptake of adult-oriented services, increased 
knowledge and education for the PCP regarding childhood-
onset conditions, and ensure continuous care during transi-
tion, a period often marked by changes or “hand-offs” 
between providers and services. In some cases, AYAs with 
mild to moderate chronic conditions (eg, asthma) may 
receive all their care within primary care or the “medical 
home”80-82; yet, research shows PCPs often refer to special-
ist care for AYAs with chronic conditions.83 Another study 
reported that physicians prefer co-management of referred 
AYAs in more than 2 out of 3 cases.84 Our review found 
benefits to shared care models, such as improving the abil-
ity of PCPs to provide support to AYAs and increasing 
retention and follow-up; therefore, facilitating integrated or 
shared care models may be 1 target of further research or a 
solution to overcoming multiple barriers to providing opti-
mal transitional care.

Resources including time, money, and access were also 
reported as barriers. Strategies for overcoming these 

barriers will be context- and health jurisdiction-specific, 
requiring the cooperation of clinicians and policy makers. 
Lack of adequate reimbursement or financial incentives for 
the extra time required to provide care coordination with 
multiple services is a modifiable barrier, and reform can be 
informed by examples of integration of chronic disease 
diagnostic/billing codes in adult care. Access to care can be 
improved further by embracing virtual technologies, includ-
ing smartphone-delivered interventions85 and e-mental 
health service delivery,86 both of which have been found to 
be acceptable, feasible, and safe by AYA. Adoption of these 
approaches also serves to promote more accessible digital 
communication, favored by youth in transition.

Limitations

We excluded articles that did not focus on AYAs (ages 
12-25), which may have limited our understanding of 
beneficial PCP practices for follow-up and management 
during early childhood or adulthood. We excluded studies 
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which examined the impact of specialized training for 
PCPs, as the focus of this review was to understand cur-
rent practices. Studies examining the effectiveness of cur-
ricula for integrated care practices warrants further 
investigation, especially how this training influences 
practice.87-89 Of note, we did not identify any studies 
focused on AYAs with HIV or sexually transmitted dis-
eases that met inclusion criteria for this review. These 
groups warrant further investigation for transitional care 
and supports given their age of onset often overlaps with 
the transition period. While we reported on the country 
and clinical context of the studies included in this review, 
we recognize that transitional interventions in lower 
income countries must be considered within these con-
texts. Few of the included studies offered exhaustive 
sociodemographic information about AYA race/ethnicity, 
income, sexual orientation, and/or gender identity, thus 
potentially impacting the generalizability of our findings 
to some groups such as LGBTQ2S+ AYA.

Conclusions

We summarized the evidence on PCP involvement for 
AYAs transitioning from pediatric to adult care. PCP roles 
included medication management, non-complex mental 
health referrals, care coordination, and general health care. 
Frequency of PCP involvement varied greatly across 
chronic conditions. Long-term, trusting relationships with 
AYAs and families was an important facilitator of PCP 
involvement, and this aspect can be strengthened with early 
engagement of PCPs in AYAs’ care, and continued collabo-
ration with specialists when medical management becomes 
more complex.
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