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Article

Acquired brain injury (ABI) is an umbrella term referring to 
damage that has occurred to the brain following birth (Savage 
& Wolcott, 1994). ABI refers to damage as a result of a trau-
matic brain injury (external exertion of force resulting in 
either open or closed injuries) or non-traumatic brain injuries 
(vascular accidents, anoxic injury, infectious disease, meta-
bolic issues, or toxicity affecting the brain; Savage & 
Wolcott, 1994). They can result in varied levels of disability 
or impairment and cause a number of functional or perfor-
mance issues (e.g., hearing and/or vision loss, difficulty con-
centrating, seizures, need for mobility aide, depression; 
Ontario Brain Injury Association [OBIA], 2012; Savage & 
Wolcott, 1994). ABI is often associated with a number of 
complex and ongoing sequelae over an extended recovery 
period. It is the leading cause of morbidity and mortality in 
the Canadian pediatric population (Canadian Institute of 
Health Information, 2006). With recent advances in medical 
and rehabilitative practices and technology, survival rates 
following ABI are increasing (Kramer & Zygun, 2013). 
Improved survival rates lead to higher demands on commu-
nity rehabilitative and educational systems in supporting the 
reintegration of children and youth affected by ABI back to 
their everyday lives (Shaw & McCabe, 2008). Beyond the 

initial reintegration, increased survival rates require addi-
tional long-term planning for the children’s altered and con-
tinually changing levels of ability (Shaw & McCabe, 2008).

ABI has been described as “an invisible epidemic” (Carter 
& Spencer, 2007, p. 34) that has financial, educational, and 
emotional consequences for the children and families that 
experience it. As survival rates for children and youth with 
myriad chronic diseases increase, their return to community 
and school becomes a major rehabilitative focus (Newacheck 
& Hafon, 1998; Shaw & McCabe, 2008). The shift in the 
health care sector’s focus from hospital-based recuperation to 
community- and school-based reintegration and rehabilitation 
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takes a large burden of care off of the health care system and 
emphasis is instead placed on the children’s long-term recov-
ery or rehabilitative goals (Newacheck & Hafon, 1998; Shaw 
& McCabe, 2008). However, the move to community-based 
rehabilitation places increased onus on family and education 
system members, who do not necessarily have the education, 
training, or resources needed to help children and youth 
through their recovery process (Lindsay, Proulx, Thomson, & 
Scott, 2013; Shaw & McCabe, 2008).

Following ABI, children and youth must also cope with 
the effects of the injury on their maturing brains; for exam-
ple, ABI can influence the development of their personal and 
social identities, as well as their individual and overall matu-
ration into adulthood (Bogan, Livingston, Parry-Jones, 
Buston, & Wood, 1997; Gauvin-Lepage & Lefebvre, 2010). 
In their ABI-related transitions back to daily life, children 
and youth may struggle to regain their identity, social stand-
ing, and pre-injury knowledge (Agnihotri et al., 2014; Chan 
& Fong, 2011; Glang, Todis, Cooley, Wells, & Voss, 1997; 
Ylvisaker et al., 2005). They must also adjust to their new 
sequelae and/or physical abilities (Mealings & Douglas, 
2010; Ylvisaker et al., 2005). During this transition, students 
are required to return to complex and multifaceted school 
environments; they must simultaneously navigate the inter-
woven physical, cognitive, social, and behavioral demands 
of school, which can be especially challenging for youth 
with varied levels of ABI severity (Bogan et al., 1997; Bruce, 
Chapman, MacDonald, & Newcombe, 2008; Mealings & 
Douglas, 2010; Mealings, Douglas, & Olver, 2012). To pro-
mote a successful hospital-to-school transition, students’ 
specific ABI-related needs and abilities should be considered 
during the creation of school reintegration and education 
plans.

Research on hospital-to-school transitions following ABI 
has recently proliferated. Authors of previous review articles 
have focused on both qualitative and quantitative studies of 
transition experiences (e.g., Mealings et  al., 2012) and the 
usefulness of interventions that target hospital-to-school 
transitions among youth with ABI (Lindsay, Hartman, Reed, 
Gan, Thomson, & Solomon, 2015). However, researchers 
have not yet synthesized findings specifically on the qualita-
tive experiences of hospital-to-school transitions among 
youth with ABI. Synthesizing and understanding such expe-
riences is important to inform the development of future 
interventions and identify which educational and rehabilita-
tive supports are appropriate. The integration of findings 
from multiple qualitative studies, rather than a single study, 
can also grant researchers deeper and more generalizable 
insights into the experiences, opinions, and needs of students 
and parents (Erwin, Brotherson, & Summers, 2011; Lindsay, 
2014). Finally, qualitative synthesis allows researchers to 
identify user- and researcher-indicated gaps in the current lit-
erature, which can help them identify areas for future 
research and intervention (Major & Savin-Baden, 2010). To 
address these knowledge gaps, we have synthesized the 

qualitative literature on hospital-to-school transitions among 
children and youth with ABI from the perspectives of stu-
dents and their parents.

Method

Search Strategy

We designed our search strategy in collaboration with a hos-
pital librarian. We searched seven electronic databases—
including Ovid MEDLINE, HealthSTAR, ERIC, EMBASE, 
Cochrane Database of Systematic Reviews, Cumulative 
Index to Nursing and Allied Health Literature (CINAHL), 
and PsycINFO—for articles published between 1989 and 
June 2014. We set the historical limit of 1989 to capture 
research that anticipated or explored the early implementa-
tion of the Individuals With Disabilities Education Act 
(IDEA; P.L. 101–476). This act was introduced in the United 
States in 1990, and it affected how students with disabilities— 
such as those who have experienced brain injuries—access 
education. Our search criteria included terms related to hos-
pital-to-school transitions, ABI, and limiters on age (child, 
youth) and year (1989 to June 2014).

We screened articles for relevance, based on the following 
inclusion criteria: (a) the article focused on a sample of chil-
dren and/or youth (average sample age of 6–20 years) who 
experienced ABI and/or their parents, (b) the article reported 
original qualitative research that focused on student or parent 
experiences of hospital-to-school transition following the 
student’s ABI (including transition planning stages and/or 
the transition process and/or reflection on the transition pro-
cess after it had occurred), (c) the research entailed qualita-
tive design for data collection and analysis, (d) the article 
was published in a peer-reviewed publication or as a thesis 
between 1989 and June 2014, and (f) the article was avail-
able in English. Note that age range has been used to delin-
eate between child/youth and adult care populations, and not 
as a parameter for analysis. We excluded articles that (a) 
reported on research entailing only quantitative data collec-
tion and analysis, (b) were editorials or opinion articles, and 
(c) were program descriptions, program or literature reviews, 
or practice frameworks.

Our database search returned 4,761 unique articles 
(Figure 1). We imported them into Endnote© referencing 
software and removed duplicates. Two authors screened 
each title for eligibility and identified 85 articles that were 
potentially relevant. We then reviewed the abstracts and 
full texts of those articles and found that 68 did not meet 
our inclusion criteria. Three authors read the remaining 17 
articles and confirmed their appropriateness. We identified 
an additional three articles by searching the reference list of 
each article selected for inclusion. We included a final sam-
ple of 20 articles in our synthesis. We resolved any discrep-
ancies in our selection of articles through discussion among 
the research team.
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Analytical Approach for Review and Synthesis

We used Major and Savin-Baden’s (2010) approach to qual-
itative research synthesis to synthesize and analyze the data. 
First, we extracted data from each unique article—including 
bibliographic, methodological, outcome, and limitation-
based information. Then, we used Major and Savin-Baden’s 
reciprocal translation analysis technique to consider each 
article in relation to the others to identify themes that most 
closely addressed hospital-to-school transition experiences 
among students and their families following ABI. This pro-
cess involved (a) multiple readings of each article by two or 
more authors; (b) data extraction from each article, as 
described above; (c) identification of first-order themes and 

collection of quotations to support those themes; (d) identi-
fication and comparison of first-order themes across studies; 
(e) identification of second-order themes across the articles; 
(f) development of third-order interpretation from the  
articles and wider literature; and (g) iterative return to the 
original texts to review emerging themes and ensure their 
adequacy in explaining findings (Major & Savin-Baden, 
2010). For clarification, first-order themes are defined as 
themes within each individual article either presented by the 
authors or derived by the synthesists (Major & Savin-Baden, 
2010). Second-order themes are composite themes repre-
sented or starkly not represented across studies (Major & 
Savin-Baden, 2010). Finally, third-order interpretation 

Figure 1.  Flow diagram of article inclusions and exclusions.
Source. Adapted from Moher, Liberati, Tetzlaff, Altman, and The PRISMA Group (2009).
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involves organizing structures or overarching principles for 
the themes that have emerged (Major & Savin-Baden, 
2010).

Theoretical Approach

Following our analysis of the research, as described above, 
we drew on the concept of occupational disruption (Whiteford, 
2000) to inform our interpretation and presentation of the 
themes that emerged. We situated occupational disruption 
within the framework of the Model of Human Occupation 
(MOHO; Kielhofner, 2008) to allow for a better understand-
ing of how occupations are chosen and formed both before 
and following an occupational disruption. In this context, 
“occupation” draws from the occupational science definition; 
it encompasses the various activities with which people 
occupy their time—the activities that bring meaning and pur-
pose to their lives (Asaba, Blanche, Jonsson, Rudman, & 
Wicks, 2007). This includes the daily activities that individu-
als both want to engage in (e.g., socializing, playing games, 
going to school) and need to engage in (e.g., going to school, 
chores, self-care). An activity that is laden with such meaning 
and purpose in one’s life is referred to as an occupation.

An occupational disruption may occur when an individu-
al’s ability to engage in their normal patterns of occupation is 
disrupted by personal, health, or environmental changes 
(Whiteford, 2000). Researchers have used this concept to 
explore a variety of changes in people’s abilities to partici-
pate in daily occupations—including changes following 
acute injury (Molyneaux-Smith, Townsend, & Guernsey, 
2003), chronic fatigue syndrome (Hughes, 2009), and impris-
onment (Whiteford, 2000). An occupational disruption refers 
to a temporary state that can be resolved under supportive 
conditions (Whiteford, 2000). Examples of potentially sup-
portive environments include family, social systems, reha-
bilitative care settings, and work environments, and they are 
all considered within a wider environmental context of reha-
bilitation policy and practice which can in itself be support-
ive or unsupportive (Molyneaux-Smith et al., 2003). If the 
disruption is left unsupported and unresolved, it can lead to 
occupational dysfunction (Hughes, 2009; Whiteford, 2000), 
which is a chronic inability to participate in occupations fol-
lowing a prolonged period of occupational disruption. Thus, 
exploring occupational disruption involves identifying (a) 
the occupations that are disrupted; (b) the old, new, and 
altered skills that are required to re-engage in those or other 
meaningful occupations; and (c) the environmental supports 
that are required to regain versions of previous occupations 
that were disrupted by the ABI. We do not intend to imply 
that a student must or should reclaim occupations that they 
held prior to an ABI, but intend to explore whether and how 
occupations are incorporated into students’ lives as they tran-
sition back to school.

We use the MOHO as a framework to explore occupational 
disruption in relation to participants’ volition (motivations, 

values, interests), habituation (roles, routines, habits), and per-
formance (skills required to perform task; Kielhofner, 2008). 
We also consider environment, which affects volition, habitu-
ation, and performance. All four components concurrently 
affect the ways in which occupational engagement is regained 
or altered following disruption (Kielhofner, 2008). We have 
used the components of the MOHO to explore the ways a stu-
dent regains or alters occupations that have been disrupted fol-
lowing an ABI.

Quality Appraisal

We maintained the quality of our review by measuring the 
quality of articles selected for synthesis and maintaining 
quality control measures in our own research processes. We 
screened articles selected for the synthesis using the 
Qualitative Research Quality Checklist (QRQC; Saini & 
Shlonsky, 2012; see Table 1). The QRQC allows researchers 
to assess articles based on 25 criteria—such as purpose; set-
ting; data collection and analysis methods; ethical issues; 
bias; compatibility between research question, design, and 
methods; and evidence provided for conclusions. For our 
purposes, we only included the first 21 criteria of the QRQC, 
as the latter four are specific to justice-oriented and partici-
patory action-based research, which did not apply to our 
sample.

We used peer evaluation at all stages of our synthesis 
(Major & Savin-Baden, 2010) to maintain quality through 
group agreement. Two members of the research team 
screened articles returned from our initial database search. 
All members of the team discussed each of the 20 full-text 
articles considered for inclusion until consensus was reached 
regarding their inclusion. Laura Hartman maintained a thor-
ough audit trail of team reflections, decisions, and meetings 
throughout the process.

Results

Characteristics of Included Studies

We identified 20 articles that met our inclusion criteria for 
qualitative synthesis. The reported studies originated from the 
United States (n = 9), Australia (n = 5), Canada (n = 3), the 
United Kingdom (n = 2), and Scotland (n = 1; see Table 2) 
and were all available in English. Six articles focused on par-
ent experiences of hospital-to-school transitions following 
ABI (Backhouse & Rodger, 1999; Berbaum, 2008; Bruce, 
Newcombe, & Chapman, 2012; Cheung et al., 2014; Plotts & 
Jantz, 2012; Robson, Ziviani, & Spina, 2005), seven focused 
on youth experiences (Bogan et al., 1997; Carter & Spencer, 
2007; Gauvin-Lepage & Lefebvre, 2010; Linden & Jordan, 
2012; Mealings & Douglas, 2010; Roscigno, Swanson, 
Vavilala, & Solchany, 2011; Todis & Glang, 2008), and seven 
addressed both parent and youth experiences (Boylan, 2014; 
Bruce et al., 2008; Haarbauer-Krupa, King, Wise, Gilliam, & 



5

T
ab

le
 1

. 
Q

ua
lit

at
iv

e 
R

es
ea

rc
h 

Q
ua

lit
y 

C
he

ck
lis

t 
(Q

R
Q

C
).

Q
ue

st
io

n
Su

b-
qu

es
tio

n

Ba
ck

ho
us

e 
an

d 
R

od
ge

r 
(1

99
9)

Be
rb

au
m

 
(2

00
8)

a

Bo
ga

n,
 

Li
vi

ng
st

on
, 

Pa
rr

y-
Jo

ne
s,

 
Bu

st
on

, 
an

d 
W

oo
d 

(1
99

7)
Bo

yl
an

 
(2

01
4)

b

Br
uc

e,
 

C
ha

pm
an

, 
M

ac
D

on
al

d,
 

an
d 

N
ew

co
m

be
 

(2
00

8)

Br
uc

e,
 

N
ew

co
m

be
, 

an
d 

C
ha

pm
an

 
(2

01
2)

C
ar

te
r 

an
d 

Sp
en

ce
r 

(2
00

7)

C
he

un
g 

et
 a

l. 
(2

01
4)

G
au

vi
n-

Le
pa

ge
 

an
d 

Le
fe

bv
re

 
(2

01
0)

H
aa

rb
au

er
-

K
ru

pa
, 

K
in

g,
 W

is
e,

 
G

ill
ia

m
, a

nd
 

H
en

dr
ix

 
(2

01
3)

b

Li
nd

en
 

an
d 

Jo
rd

an
 

(2
01

2)
b

M
ea

lin
gs

 
an

d 
D

ou
gl

as
 

(2
01

0)

Pl
ot

ts
 

an
d 

Ja
nt

z 
(2

01
2)

b
R

ic
he

y 
(2

00
9)

a

R
ob

so
n,

 
Z

iv
ia

ni
, 

an
d 

Sp
in

a 
(2

00
5)

R
os

ci
gn

o,
 

Sw
an

so
n,

 
V

av
ila

la
, 

an
d 

So
lc

ha
ny

 
(2

01
1)

R
os

en
th

al
 

(2
01

3)
a

Sh
ar

p,
 

By
e,

 
Ll

ew
el

ly
n,

 
an

d 
C

us
ic

k 
(2

00
6)

T
od

is
 

an
d 

G
la

ng
 

(2
00

8)
V

ai
dy

a 
(2

00
2)

Is
 t

he
 p

ur
po

se
 a

nd
 r

es
ea

rc
h 

qu
es

tio
n 

st
at

ed
 c

le
ar

ly
?

R
Y

Y
Y

Y
Y

Y
Y

Y
Y

Y
Y

Y
Y

Y
Y

Y
Y

Y
Y

Y
SI

Y
Y

Y
Y

Y
Y

Y
Y

Y
Y

Y
Y

Y
Y

Y
Y

Y
Y

Y
Y

C
Y

Y
Y

Y
Y

Y
Y

Y
Y

Y
Y

Y
Y

Y
Y

Y
Y

Y
Y

Y
Is

 a
 q

ua
lit

at
iv

e 
ap

pr
oa

ch
 

ap
pr

op
ri

at
e 

to
 a

ns
w

er
 t

he
 

re
se

ar
ch

 q
ue

st
io

n?

R
Y

Y
Y

Y
Y

Y
Y

Y
Y

Y
Y

Y
Y

Y
Y

Y
Y

Y
Y

Y
SI

Y
Y

Y
Y

Y
Y

Y
Y

Y
Y

Y
Y

Y
Y

Y
Y

Y
Y

Y
Y

C
Y

Y
Y

Y
Y

Y
Y

Y
Y

Y
Y

Y
Y

Y
Y

Y
Y

Y
Y

Y
Is

 t
he

 s
et

tin
g 

of
 t

he
 s

tu
dy

 
ap

pr
op

ri
at

e 
an

d 
sp

ec
ifi

c 
fo

r 
ex

pl
or

in
g 

th
e 

qu
es

tio
n?

R
Y

Y
Y

Y
Y

Y
Y

Y
Y

Y
Y

Y
Y

Y
Y

Y
Y

Y
Y

Y
SI

Y
Y

Y
Y

Y
U

Y
Y

Y
Y

U
Y

Y
Y

Y
Y

Y
Y

Y
U

C
Y

Y
Y

Y
Y

U
Y

Y
Y

Y
U

Y
Y

Y
Y

Y
Y

Y
Y

U
Is

 t
he

re
 p

ro
lo

ng
ed

 e
ng

ag
em

en
t 

to
 r

en
de

r 
th

e 
in

qu
ir

er
 o

pe
n 

to
 

m
ul

tip
le

 in
flu

en
ce

s?

R
Y

Y
Y

Y
Y

Y
Y

Y
Y

Y
Y

Y
Y

Y
Y

Y
Y

Y
Y

Y
SI

Y
Y

U
U

Y
Y

Y
U

Y
Y

U
Y

U
Y

U
Y

Y
Y

Y
U

C
Y

Y
U

U
Y

Y
Y

U
Y

Y
U

Y
U

Y
U

Y
Y

Y
Y

U
Is

 t
he

re
 p

er
si

st
en

t 
ob

se
rv

at
io

n 
in

 t
he

 s
et

tin
g 

to
 fo

cu
s 

on
 

th
e 

is
su

es
 r

el
ev

an
t 

to
 t

he
 

qu
es

tio
n?

R
N

Y
N

Y
N

Y
Y

Y
Y

Y
Y

Y
N

Y
N

N
Y

Y
Y

Y
SI

U
Y

U
U

U
Y

Y
Y

Y
Y

N
Y

U
Y

N
N

Y
Y

Y
N

C
U

Y
U

U
U

Y
Y

Y
Y

Y
N

Y
U

Y
N

N
Y

Y
Y

U

Is
 t

he
re

 c
om

pa
tib

ili
ty

 b
et

w
ee

n 
re

se
ar

ch
 q

ue
st

io
n,

 m
et

ho
d 

ch
os

en
, a

nd
 r

es
ea

rc
h 

de
si

gn
?

R
Y

Y
Y

Y
Y

Y
Y

Y
Y

Y
Y

Y
Y

Y
Y

Y
Y

Y
Y

Y
SI

Y
Y

Y
Y

Y
Y

Y
Y

Y
Y

U
Y

Y
Y

Y
Y

Y
Y

Y
N

C
Y

Y
Y

Y
Y

Y
Y

Y
Y

Y
U

Y
Y

Y
Y

Y
Y

Y
Y

U
Is

 t
he

 p
ro

ce
ss

 o
f s

am
pl

e 
se

le
ct

io
n 

ad
eq

ua
te

ly
 d

es
cr

ib
ed

 
an

d 
co

ns
is

te
nt

 w
ith

 r
es

ea
rc

h 
de

si
gn

/q
ue

st
io

n?

R
Y

Y
Y

Y
Y

Y
Y

Y
Y

Y
Y

Y
Y

Y
Y

Y
Y

Y
Y

Y
SI

Y
Y

Y
U

Y
Y

Y
Y

Y
N

N
Y

N
Y

N
Y

Y
Y

Y
N

C
Y

Y
Y

U
Y

Y
Y

Y
Y

N
N

Y
N

Y
N

Y
Y

Y
Y

U

Is
 t

he
 s

am
pl

e 
si

ze
 a

nd
 

co
m

po
si

tio
n 

ju
st

ifi
ed

 a
nd

 
ap

pr
op

ri
at

e 
fo

r 
th

e 
m

et
ho

d/
de

si
gn

/q
ue

st
io

n?

R
Y

Y
Y

Y
Y

Y
Y

Y
Y

Y
Y

Y
Y

Y
Y

Y
Y

Y
Y

Y
SI

Y
Y

Y
U

Y
Y

Y
Y

Y
N

N
Y

U
Y

Y
Y

Y
Y

Y
Y

C
Y

Y
Y

U
Y

Y
Y

Y
Y

N
N

Y
U

Y
Y

Y
Y

Y
Y

U

A
re

 t
he

 m
et

ho
ds

 fo
r 

da
ta

 
co

lle
ct

io
n 

co
ns

is
te

nt
 w

ith
 t

he
 

re
se

ar
ch

 q
ue

st
io

n?

R
Y

Y
Y

Y
Y

Y
Y

Y
Y

Y
Y

Y
Y

Y
Y

Y
Y

Y
Y

Y
SI

Y
Y

Y
Y

Y
Y

Y
Y

Y
Y

Y
Y

Y
Y

Y
Y

Y
Y

Y
Y

C
Y

Y
Y

Y
Y

Y
Y

Y
Y

Y
Y

Y
Y

Y
Y

Y
Y

Y
Y

Y
A

re
 t

he
 m

et
ho

ds
 fo

r 
da

ta
 

co
lle

ct
io

n 
co

ns
is

te
nt

 w
ith

 t
he

 
m

et
ho

ds
/d

es
ig

n/
qu

es
tio

n?

R
Y

Y
Y

Y
Y

Y
Y

Y
Y

Y
Y

Y
Y

Y
Y

Y
Y

Y
Y

Y
SI

Y
Y

Y
Y

Y
Y

Y
Y

Y
Y

Y
Y

Y
Y

Y
Y

Y
Y

Y
Y

C
Y

Y
Y

Y
Y

Y
Y

Y
Y

Y
Y

Y
Y

Y
Y

Y
Y

Y
Y

Y
Is

 a
 r

an
ge

 o
f m

et
ho

ds
 u

se
d 

fo
r 

tr
ia

ng
ul

at
io

n?
R

N
Y

Y
Y

Y
Y

Y
Y

Y
Y

Y
Y

Y
Y

Y
Y

Y
Y

Y
Y

SI
N

Y
Y

U
U

Y
Y

Y
Y

U
U

Y
Y

Y
U

Y
Y

Y
Y

N
C

N
Y

Y
U

U
Y

Y
Y

Y
U

U
Y

Y
Y

U
Y

Y
Y

Y
U

 (c
on

tin
ue

d)



6	

Q
ue

st
io

n
Su

b-
qu

es
tio

n

Ba
ck

ho
us

e 
an

d 
R

od
ge

r 
(1

99
9)

Be
rb

au
m

 
(2

00
8)

a

Bo
ga

n,
 

Li
vi

ng
st

on
, 

Pa
rr

y-
Jo

ne
s,

 
Bu

st
on

, 
an

d 
W

oo
d 

(1
99

7)
Bo

yl
an

 
(2

01
4)

b

Br
uc

e,
 

C
ha

pm
an

, 
M

ac
D

on
al

d,
 

an
d 

N
ew

co
m

be
 

(2
00

8)

Br
uc

e,
 

N
ew

co
m

be
, 

an
d 

C
ha

pm
an

 
(2

01
2)

C
ar

te
r 

an
d 

Sp
en

ce
r 

(2
00

7)

C
he

un
g 

et
 a

l. 
(2

01
4)

G
au

vi
n-

Le
pa

ge
 

an
d 

Le
fe

bv
re

 
(2

01
0)

H
aa

rb
au

er
-

K
ru

pa
, 

K
in

g,
 W

is
e,

 
G

ill
ia

m
, a

nd
 

H
en

dr
ix

 
(2

01
3)

b

Li
nd

en
 

an
d 

Jo
rd

an
 

(2
01

2)
b

M
ea

lin
gs

 
an

d 
D

ou
gl

as
 

(2
01

0)

Pl
ot

ts
 

an
d 

Ja
nt

z 
(2

01
2)

b
R

ic
he

y 
(2

00
9)

a

R
ob

so
n,

 
Z

iv
ia

ni
, 

an
d 

Sp
in

a 
(2

00
5)

R
os

ci
gn

o,
 

Sw
an

so
n,

 
V

av
ila

la
, 

an
d 

So
lc

ha
ny

 
(2

01
1)

R
os

en
th

al
 

(2
01

3)
a

Sh
ar

p,
 

By
e,

 
Ll

ew
el

ly
n,

 
an

d 
C

us
ic

k 
(2

00
6)

T
od

is
 

an
d 

G
la

ng
 

(2
00

8)
V

ai
dy

a 
(2

00
2)

Is
 t

he
re

 a
n 

ar
tic

ul
at

io
n 

of
 w

ho
 

co
lle

ct
ed

 t
he

 d
at

a,
 w

he
n 

th
e 

da
ta

 w
as

 c
ol

le
ct

ed
, a

nd
 w

ho
 

an
al

yz
ed

 t
he

 d
at

a?

R
Y

Y
Y

Y
Y

Y
Y

Y
Y

Y
Y

Y
Y

Y
Y

Y
Y

Y
Y

Y
SI

Y
Y

U
Y

Y
Y

Y
Y

Y
N

N
Y

N
Y

Y
U

Y
U

Y
N

C
Y

Y
U

Y
Y

Y
Y

Y
Y

N
N

Y
N

Y
Y

U
Y

U
Y

U

Is
 t

he
re

 a
n 

au
di

t 
tr

ai
l r

eg
ar

di
ng

 
da

ta
 c

ol
le

ct
io

n 
in

cl
ud

in
g 

ta
pe

s,
 

m
em

os
, a

nd
 n

ot
e-

ta
ki

ng
 o

f 
de

ci
si

on
s 

m
ad

e 
in

 t
he

 s
tu

dy
?

R
Y

Y
Y

Y
Y

Y
Y

Y
Y

Y
Y

Y
Y

Y
Y

Y
Y

Y
Y

Y
SI

U
Y

U
U

U
N

Y
N

Y
U

U
Y

U
Y

U
U

N
U

U
N

C
U

Y
U

U
U

U
Y

U
Y

U
U

Y
U

Y
U

U
U

U
U

U

Is
 t

he
re

 a
de

qu
at

e 
co

ns
id

er
at

io
n 

of
 e

th
ic

al
 is

su
es

?
R

Y
Y

Y
Y

Y
Y

Y
Y

Y
Y

Y
Y

Y
Y

Y
Y

Y
Y

Y
Y

SI
Y

Y
U

U
Y

N
Y

Y
Y

U
U

Y
U

Y
Y

Y
Y

U
Y

N
C

Y
Y

U
U

Y
U

Y
Y

Y
U

U
Y

U
Y

Y
Y

Y
U

Y
U

H
as

 t
he

 r
es

ea
rc

he
r 

id
en

tif
ie

d 
po

te
nt

ia
l a

nd
 a

ct
ua

l b
ia

se
s 

(r
es

ea
rc

he
r 

an
d 

re
se

ar
ch

 
de

si
gn

)?

R
Y

Y
Y

Y
Y

Y
Y

Y
Y

Y
Y

Y
Y

Y
Y

Y
Y

Y
Y

Y
SI

U
Y

U
U

U
N

Y
N

N
U

N
U

U
N

Y
U

Y
U

U
N

C
U

Y
U

U
U

U
Y

U
U

U
N

U
U

U
Y

U
Y

U
U

U

D
id

 t
he

 r
es

ea
rc

he
r(

s)
 u

se
 

a 
re

fle
ct

iv
e 

jo
ur

na
l i

n 
th

e 
an

al
ys

is
 a

nd
 in

te
rp

re
ta

tio
n?

R
Y

Y
Y

Y
Y

Y
Y

Y
Y

Y
Y

Y
Y

Y
Y

Y
Y

Y
Y

Y
SI

U
Y

U
U

U
N

Y
N

N
U

U
U

U
Y

U
U

N
U

U
N

C
U

Y
U

U
U

U
Y

U
U

U
U

U
U

Y
U

U
U

U
U

U
Is

 t
he

 p
ro

ce
ss

 o
f d

at
a 

an
al

ys
is

 
pr

es
en

te
d 

w
ith

 s
uf

fic
ie

nt
 d

et
ai

l 
an

d 
de

pt
h 

to
 p

ro
vi

de
 in

si
gh

t 
in

to
 m

ea
ni

ng
s 

an
d 

pe
rc

ep
tio

ns
 

of
 t

he
 s

am
pl

e?

R
Y

Y
Y

Y
Y

Y
Y

Y
Y

Y
Y

Y
Y

Y
Y

Y
Y

Y
Y

Y
SI

N
Y

U
U

Y
N

Y
Y

Y
N

N
Y

N
Y

Y
Y

Y
Y

Y
N

C
U

Y
U

U
Y

U
Y

Y
Y

N
N

Y
N

Y
Y

Y
Y

Y
Y

U

A
re

 q
uo

te
s 

us
ed

 t
o 

m
at

ch
 

co
nc

ep
ts

 a
nd

 t
he

m
es

 d
er

iv
ed

 
fr

om
 t

he
 r

aw
 d

at
a?

R
Y

Y
Y

Y
Y

Y
Y

Y
Y

Y
Y

Y
Y

Y
Y

Y
Y

Y
Y

Y
SI

Y
Y

Y
N

Y
Y

Y
N

Y
N

N
Y

N
Y

Y
Y

Y
Y

Y
Y

C
Y

Y
Y

N
Y

Y
Y

N
Y

N
N

Y
N

Y
Y

Y
Y

Y
Y

Y
D

o 
th

e 
fin

di
ng

s 
em

er
ge

 fr
om

 t
he

 
ex

pe
ri

en
ce

s 
of

 t
he

 s
am

pl
e?

R
Y

Y
Y

Y
Y

Y
Y

Y
Y

Y
Y

Y
Y

Y
Y

Y
Y

Y
Y

Y
SI

Y
Y

Y
U

Y
Y

Y
Y

Y
U

U
Y

U
Y

Y
Y

Y
Y

Y
Y

C
Y

Y
Y

U
Y

Y
Y

Y
Y

U
U

Y
U

Y
Y

Y
Y

Y
Y

Y
W

as
 m

em
be

r 
ch

ec
ki

ng
 

em
pl

oy
ed

?
R

Y
Y

Y
Y

Y
Y

Y
Y

Y
Y

Y
Y

Y
Y

Y
Y

Y
Y

Y
Y

SI
Y

Y
U

U
U

Y
Y

N
N

U
U

Y
U

N
Y

Y
Y

Y
Y

N
C

Y
Y

U
U

U
Y

Y
U

U
U

U
Y

U
U

Y
Y

Y
Y

Y
U

D
oe

s 
th

e 
re

se
ar

ch
er

 p
ro

vi
de

 
a 

“t
hi

ck
 d

es
cr

ip
tio

n”
 o

f t
he

 
sa

m
pl

e 
an

d 
re

su
lts

 t
o 

ap
pr

ai
se

 
tr

an
sf

er
ab

ili
ty

?

R
Y

Y
Y

Y
Y

Y
Y

Y
Y

Y
Y

Y
Y

Y
Y

Y
Y

Y
Y

Y
SI

Y
Y

N
N

Y
Y

Y
Y

Y
N

N
Y

N
Y

U
Y

Y
Y

Y
N

C
Y

Y
N

N
Y

Y
Y

Y
Y

N
N

Y
N

Y
U

Y
Y

Y
Y

U

So
ur

ce
. A

da
pt

ed
 fr

om
 S

ai
ni

 a
nd

 S
hl

on
sk

y 
(2

01
2)

.
N

ot
e.

 R
 =

 is
 t

hi
s 

qu
es

tio
n 

re
le

va
nt

 t
o 

th
e 

st
ud

y?
; S

I =
 is

 t
he

re
 s

uf
fic

ie
nt

 in
fo

rm
at

io
n 

th
at

 t
hi

s 
st

ud
y 

ad
dr

es
se

s 
th

e 
qu

es
tio

n?
 C

 =
 o

pe
n 

se
ct

io
n 

fo
r 

re
se

ar
ch

er
 c

om
m

en
ts

; Y
 =

 Y
es

; U
 =

 U
ns

pe
ci

fie
d 

by
 t

he
 a

ut
ho

rs
; N

 =
 N

o.
a T

he
si

s 
or

 d
is

se
rt

at
io

n.
b P

ub
lis

he
d 

ab
st

ra
ct

.

T
ab

le
 1

. (
co

nt
in

ue
d)



7

T
ab

le
 2

. 
O

ve
rv

ie
w

 o
f I

nc
lu

de
d 

St
ud

ie
s.

Fi
rs

t 
au

th
or

, 
Y

ea
r 

(C
ou

nt
ry

)

Pa
rt

ic
ip

an
t 

In
fo

rm
at

io
n

D
at

a 
C

ol
le

ct
io

n 
an

d 
A

na
ly

si
s

St
ud

en
t 

ag
e 

ra
ng

e 
(a

ve
ra

ge
)

St
ud

en
t 

so
ci

o-
de

m
og

ra
ph

ic
s 

(g
en

de
r,

 e
th

ni
ci

ty
, s

oc
ia

l c
la

ss
)

T
ot

al
 p

ar
tic

ip
an

ts
A

BI
 (

se
ve

ri
ty

/t
yp

e/
G

C
S)

; 
tim

e 
si

nc
e 

in
ju

ry
M

et
ho

do
lo

gy
; d

at
a 

co
lle

ct
io

n 
m

et
ho

ds
T

he
or

et
ic

al
 

pe
rs

pe
ct

iv
e

A
na

ly
si

s

Ba
ck

ho
us

e,
 

19
99

 
(A

us
tr

al
ia

)

14
–1

8 
ye

ar
s 

(1
5.

7)
5 

m
al

e,
 6

 fe
m

al
e;

 
Et

hn
ic

ity
 n

s; 
So

ci
al

 c
la

ss
 n

s

14
 in

di
vi

du
al

s 
(7

 
yo

ut
h,

 7
 p

ar
en

t)
9 

se
ve

re
 T

BI
, 3

 t
um

or
s;

 
2–

10
 y

ea
rs

 p
os

t-
in

ju
ry

ns
; 5

 q
ua

lit
at

iv
e 

fo
cu

s 
gr

ou
ps

ns
In

du
ct

iv
e 

pr
oc

es
s

Be
rb

au
m

, 2
00

8 
(T

he
 U

ni
te

d 
St

at
es

)

5–
15

 y
ea

rs
 

(8
.6

)
2 

m
al

e,
 3

 fe
m

al
e;

 
2 

C
au

ca
si

an
, 2

 H
is

pa
ni

c,
 1

 
A

fr
ic

an
 A

m
er

ic
an

; 
3 

so
ci

al
 c

la
ss

 n
s, 

2 
lo

w
 s

oc
io

-
ec

on
om

ic
 s

ta
tu

s

22
 in

di
vi

du
al

s 
(5

 s
tu

de
nt

s,
 

4 
pa

re
nt

s/
gu

ar
di

an
s,

 7
 

ed
uc

at
or

s,
 6

 
cl

in
ic

ia
ns

)

Se
ve

re
 T

BI
; G

C
S 

3–
8;

 1
–5

 
ye

ar
s 

po
st

-in
ju

ry
H

ol
is

tic
 m

ul
tip

le
 c

as
e 

st
ud

y 
ap

pr
oa

ch
; m

ul
tip

le
 

tr
ia

ng
ul

at
ed

 m
et

ho
ds

 
in

cl
ud

in
g 

in
te

rv
ie

w
, 

do
cu

m
en

t 
re

vi
ew

, a
nd

 
ob

se
rv

at
io

n

N
or

m
al

iz
at

io
n 

of
 e

du
ca

tio
n;

 
ne

ur
op

sy
ch

ol
og

ic
al

 
le

ar
ni

ng
 t

he
or

y;
 

co
ns

tr
uc

tiv
is

t 
pa

ra
di

gm
at

ic
 

pl
ac

em
en

t

T
he

m
at

ic
 a

na
ly

si
s

Bo
ga

n,
 1

99
7 

(S
co

tla
nd

)
14

–2
0 

ye
ar

s 
(1

7.
9)

23
 m

al
e,

 8
 fe

m
al

e;
 

Et
hn

ic
ity

 n
s; 

26
 C

la
ss

 1
 s

oc
io

-e
co

no
m

ic
 

st
at

us
, 5

 C
la

ss
 2

 s
oc

io
-

ec
on

om
ic

 s
ta

tu
s 

(S
ta

nd
ar

d 
O

cc
up

at
io

na
l C

la
ss

ifi
ca

tio
ns

)

31
 s

tu
de

nt
s

T
BI

 m
in

or
, m

od
er

at
e,

 a
nd

 
se

ve
re

; G
C

S 
of

 <
8 

=
 1

, 
8–

12
 =

 4
, 1

2–
15

 =
 5

, 
In

tu
ba

tio
n 

an
d 

ve
nt

ila
tio

n 
(1

/9
/1

) 
=

 1
0,

 n
s 

=
 1

1;
 1

–5
 

ye
ar

s 
po

st
-in

ju
ry

ns
; p

ur
po

se
-d

es
ig

ne
d 

se
m

i-
st

ru
ct

ur
ed

 in
te

rv
ie

w
s,

 
qu

an
tit

at
iv

e 
m

ea
su

re
s

ns
Q

ua
lit

at
iv

e 
A

na
ly

sis
 u

sin
g 

N
U

D
.IS

T
 q

ua
lit

at
iv

e 
an

al
ys

is 
so

ftw
ar

e;
 

st
at

ist
ic

al
 a

na
ly

se
s 

us
in

g 
SP

SS
 q

ua
nt

ita
tiv

e 
an

al
ys

is
 

so
ftw

ar
e 

(n
ot

 r
ep

or
te

d 
he

re
)

Bo
yl

an
, 2

01
4 

(T
he

 U
ni

te
d 

K
in

gd
om

)

8–
16

 y
ea

rs
 

(n
s)

6 
m

al
e,

 3
 fe

m
al

e;
 

Et
hn

ic
ity

 n
s; 

So
ci

al
 c

la
ss

 n
s

18
 in

di
vi

du
al

s 
(9

 s
tu

de
nt

s,
 9

 
m

ot
he

rs
)

A
BI

 s
ev

er
ity

 a
nd

 t
yp

e 
ns

; 
G

C
S 

ns
; >

2 
ye

ar
s 

po
st

-
in

ju
ry

In
te

rp
re

tiv
e 

ph
en

om
en

ol
og

y;
 

in
di

vi
du

al
, q

ua
lit

at
iv

e 
in

te
rv

ie
w

s

ns
In

te
rp

re
tiv

e 
ph

en
om

en
ol

og
ic

al
 a

na
ly

si
s 

of
 in

te
rv

ie
w

 t
ra

ns
cr

ip
ts

Br
uc

e,
 2

00
8 

(C
an

ad
a)

7–
20

 y
ea

rs
 

(1
2.

8)
G

en
de

r 
ns

; 
Et

hn
ic

ity
 n

s; 
so

ci
al

 c
la

ss
 n

s; 
15

 c
hi

ld
re

n 
re

si
de

d 
in

 r
ur

al
 

co
m

m
un

iti
es

30
 in

di
vi

du
al

s 
(1

4 
st

ud
en

ts
, 1

6 
pa

re
nt

s)

Br
ai

n 
tu

m
or

s 
tr

ea
te

d 
w

ith
 

su
rg

er
y,

 c
he

m
ot

he
ra

py
, 

an
d 

ra
di

at
io

n;
 G

C
S 

ns
; 

2–
13

 y
ea

rs
 p

os
t-

di
ag

no
si

s

N
at

ur
al

is
tic

 in
qu

ir
y;

 s
em

i-
st

ru
ct

ur
ed

 in
di

vi
du

al
 

in
te

rv
ie

w
s

ns
T

he
m

at
ic

 a
na

ly
si

s 
of

 
tr

an
sc

ri
be

d 
in

te
rv

ie
w

Br
uc

e,
 2

01
2 

(C
an

ad
a)

5–
18

 y
ea

rs
 

(n
s)

4 
m

al
e,

 5
 fe

m
al

e;
 e

th
ni

ci
ty

 n
s; 

50
%

 o
f t

he
 c

hi
ld

re
n 

w
er

e 
fr

om
 b

le
nd

ed
 fa

m
ili

es
; 3

0%
 

in
 t

he
 o

ri
gi

na
l m

ar
ri

ag
e;

 7
0%

 
of

 fa
m

ili
es

 li
ve

d 
in

 a
 r

ur
al

 
co

m
m

un
ity

; t
he

 a
ut

ho
r 

no
te

s 
ch

ild
re

n 
ca

m
e 

fr
om

 “
co

m
pl

ex
 

fa
m

ily
/s

oc
ia

l s
itu

at
io

ns
”

19
 in

di
vi

du
al

s 
(9

 
fa

m
ily

 m
em

be
rs

, 
8 

ed
uc

at
or

s,
 1

 
sc

ho
ol

 li
ai

so
n,

 1
 

cl
in

ic
ia

n)

Br
ai

n 
an

d/
or

 s
pi

na
l c

or
d 

tu
m

or
s;

 s
ev

er
ity

 n
s; 

G
C

S 
ns

; t
im

e 
po

st
-in

ju
ry

 n
s

ns
; 1

9 
se

m
i-s

tr
uc

tu
re

d 
in

te
rv

ie
w

s
ns

T
he

m
at

ic
 a

na
ly

si
s 

co
nd

uc
te

d 
w

ith
in

 a
 

co
ns

tr
uc

tiv
is

t 
pa

ra
di

gm

C
ar

te
r,

 2
00

7 
(T

he
 U

ni
te

d 
St

at
es

)

17
.5

 y
ea

rs
 

(1
7.

5)
M

al
e;

 
Et

hn
ic

ity
 n

s; 
So

ci
al

 c
la

ss
 n

s

1 
st

ud
en

t
M

od
er

at
e-

to
-s

ev
er

e 
T

BI
; 

G
C

S 
ns

; 2
 y

ea
rs

 p
os

t-
in

ju
ry

C
as

e 
st

ud
y 

m
et

ho
d 

(1
 y

ea
r)

; q
ua

lit
at

iv
e 

in
te

rv
ie

w
s,

 a
rc

hi
va

l 
m

ed
ic

al
 a

nd
 s

ch
oo

l 
re

co
rd

s,
 a

nd
 q

ua
nt

ita
tiv

e 
m

ea
su

re
s 

(n
ot

 in
cl

ud
ed

 
he

re
)

ns
C

as
e 

st
ud

y 
ch

ro
no

lo
gy

, 
a 

fo
rm

 o
f t

im
e-

se
ri

es
 

an
al

ys
is

; i
nt

er
pr

et
at

io
na

l 
an

d 
re

fle
ct

iv
e 

an
al

ys
is

; 
sc

or
in

g 
of

 s
ta

nd
ar

di
ze

d 
m

ea
su

re
s 

(n
ot

 r
ep

or
te

d 
he

re
)

 (c
on

tin
ue

d)



8	

Fi
rs

t 
au

th
or

, 
Y

ea
r 

(C
ou

nt
ry

)

Pa
rt

ic
ip

an
t 

In
fo

rm
at

io
n

D
at

a 
C

ol
le

ct
io

n 
an

d 
A

na
ly

si
s

St
ud

en
t 

ag
e 

ra
ng

e 
(a

ve
ra

ge
)

St
ud

en
t 

so
ci

o-
de

m
og

ra
ph

ic
s 

(g
en

de
r,

 e
th

ni
ci

ty
, s

oc
ia

l c
la

ss
)

T
ot

al
 p

ar
tic

ip
an

ts
A

BI
 (

se
ve

ri
ty

/t
yp

e/
G

C
S)

; 
tim

e 
si

nc
e 

in
ju

ry
M

et
ho

do
lo

gy
; d

at
a 

co
lle

ct
io

n 
m

et
ho

ds
T

he
or

et
ic

al
 

pe
rs

pe
ct

iv
e

A
na

ly
si

s

C
he

un
g,

 2
01

4 
(A

us
tr

al
ia

)
4–

17
 y

ea
rs

 (
10

.7
)

10
 m

al
e,

 5
 fe

m
al

e;
 

Et
hn

ic
ity

 n
s; 

59
%

 o
f p

ar
en

ts
 e

m
pl

oy
ed

 
fu

ll-
tim

e;
 8

2%
 o

f p
ar

en
ts

 
m

ar
ri

ed
; 6

6%
 o

f p
ar

en
ts

 h
ad

 a
 

un
iv

er
si

ty
 d

eg
re

e

25
 in

di
vi

du
al

s 
(1

7 
pa

re
nt

s,
 8

 
ed

uc
at

or
s)

Br
ai

n 
tu

m
or

s;
 s

ev
er

ity
 

ns
; G

C
S 

ns
; m

ea
n 

40
.5

 
m

on
th

s 
po

st
-d

ia
gn

os
is

 
an

d 
27

.5
 m

on
th

s 
po

st
-

tr
ea

tm
en

t

ns
; 2

5 
se

m
i-s

tr
uc

tu
re

d 
qu

al
ita

tiv
e 

in
te

rv
ie

w
s 

(t
el

ep
ho

ne
, i

n-
pe

rs
on

, 
em

ai
l) 

an
d 

ra
nk

in
g 

of
 

re
co

m
m

en
da

tio
ns

 fr
om

 
ne

ur
op

sy
ch

ol
og

ic
al

 
re

po
rt

ns
T

he
m

at
ic

 a
na

ly
si

s 
us

in
g 

qu
al

ita
tiv

e 
da

ta
 a

na
ly

si
s 

so
ft

w
ar

e 
(N

V
iv

o 
9.

0)
; 

m
ea

n,
 s

ta
nd

ar
d 

de
vi

at
io

n,
 

an
d 

ra
ng

e 
of

 s
ca

le
d 

re
sp

on
se

s 
ca

lc
ul

at
ed

 
us

in
g 

SP
SS

 s
ta

tis
tic

al
 

an
al

ys
is

 s
of

tw
ar

e 
(n

ot
 

re
po

rt
ed

 h
er

e)
G

au
vi

n-
Le

pa
ge

, 2
01

0 
(C

an
ad

a)

14
–1

5 
ye

ar
s 

(n
s)

1 
m

al
e,

 2
 fe

m
al

e;
 

Et
hn

ic
ity

 n
s; 

Pa
re

nt
s:

 1
 s

ep
ar

at
ed

, 1
 m

ar
ri

ed
, 

2 
co

m
m

on
-la

w
; 2

 u
ni

ve
rs

ity
 

de
gr

ee
s,

 1
 c

ol
le

ge
 d

ip
lo

m
a,

 1
 

hi
gh

 s
ch

oo
l d

ip
lo

m
a

11
 in

di
vi

du
al

s 
(3

 s
tu

de
nt

s,
 

4 
pa

re
nt

s,
 3

 
cl

in
ic

ia
ns

, 1
 

ed
uc

at
or

)

M
od

er
at

e 
T

BI
; G

C
S 

ns
; 1

–3
 

ye
ar

s 
po

st
-in

ju
ry

Ex
pl

or
at

or
y 

de
sc

ri
pt

iv
e 

qu
al

ita
tiv

e 
st

ud
y 

us
in

g 
co

ns
tr

uc
tio

n 
of

 r
ea

lit
y 

ap
pr

oa
ch

; i
nt

er
vi

ew
s,

 
fo

cu
s 

gr
ou

ps

A
n 

ec
ol

og
ic

al
 

ap
pr

oa
ch

 fr
om

 
a 

co
ns

tr
uc

tiv
is

t 
pa

ra
di

gm
at

ic
 

pe
rs

pe
ct

iv
e

A
na

ly
tic

al
 s

tr
uc

tu
re

s 
ap

pr
oa

ch
 t

o 
in

te
rv

ie
w

 
da

ta
; s

yn
th

es
is

 o
f d

at
a 

ac
ro

ss
 p

ar
tic

ip
an

t 
gr

ou
ps

H
aa

rb
au

er
-

K
ru

pa
, K

in
g,

 
20

13
 (

T
he

 
U

ni
te

d 
St

at
es

)

6–
10

 y
ea

rs
 

(n
s)

G
en

de
r 

ns
; E

th
ni

ci
ty

 n
s; 

So
ci

al
 

cl
as

s 
ns

ns
T

BI
; s

ev
er

ity
 n

s; 
G

C
S 

ns
; i

nj
ur

y 
be

fo
re

 a
ge

 5
, 

av
er

ag
e 

tim
e 

po
st

-in
ju

ry
 

ns

Lo
ng

itu
di

na
l c

as
e 

st
ud

ie
s;

 n
s

ns
ns

Li
nd

en
, 2

01
2 

(T
he

 U
ni

te
d 

K
in

gd
om

)

ns
 

(1
5.

8)
G

en
de

r 
ns

; 
Et

hn
ic

ity
 n

s; 
So

ci
al

 c
la

ss
 n

s

8 
st

ud
en

ts
Se

ve
re

 A
BI

; t
yp

e 
ns

; G
C

S 
ns

; t
im

e 
si

nc
e 

in
ju

ry
 n

s
ns

; w
ri

tt
en

 r
es

po
ns

es
 t

o 
es

sa
y-

ty
pe

 q
ue

st
io

ns
ns

T
he

m
at

ic
 a

na
ly

si
s 

of
 e

ss
ay

 
re

sp
on

se
s

M
ea

lin
gs

, 2
01

0 
(A

us
tr

al
ia

)
13

–1
7 

ye
ar

s 
(1

4.
7)

3 
m

al
e;

 
Et

hn
ic

ity
 n

s; 
So

ci
al

 c
la

ss
 n

s

3 
st

ud
en

ts
Se

ve
re

 T
BI

; G
C

S 
3–

7;
 1

–3
 

ye
ar

s 
po

st
-in

ju
ry

G
ro

un
de

d 
th

eo
ry

; s
em

i-
st

ru
ct

ur
ed

 in
te

rv
ie

w
s

So
ci

al
 in

te
ra

ct
io

ni
sm

O
pe

n 
co

di
ng

 o
f t

he
m

es

Pl
ot

ts
, 2

01
2)

 
(T

he
 U

ni
te

d 
St

at
es

)

ns
G

en
de

r 
ns

; 
Et

hn
ic

ity
 n

s; 
So

ci
al

 c
la

ss
 n

s

20
 p

ar
en

ts
T

BI
; s

ev
er

ity
 n

s; 
G

C
S 

ns
; 

tim
e 

po
st

-in
ju

ry
 n

s
ns

; o
nl

in
e 

su
rv

ey
 a

nd
 s

em
i-

st
ru

ct
ur

ed
 t

el
ep

ho
ne

 
in

te
rv

ie
w

ns
In

te
rv

ie
w

s 
an

al
yz

ed
 u

si
ng

 
N

V
iv

o 
qu

al
ita

tiv
e 

da
ta

 
an

al
ys

is
 s

of
tw

ar
e

R
ic

he
y,

 2
00

8 
(T

he
 U

ni
te

d 
St

at
es

)

7–
13

 y
ea

rs
 

(9
.8

)
4 

m
al

e;
 

4 
A

fr
ic

an
 A

m
er

ic
an

; 
So

ci
al

 c
la

ss
 n

s

20
 in

di
vi

du
al

s 
(4

 s
tu

de
nt

s,
 

2 
m

ot
he

rs
, 2

 
gr

an
dm

ot
he

rs
, 

4 
ed

uc
at

or
s,

 8
 

cl
in

ic
ia

ns
)

Se
ve

re
 T

BI
; G

C
S 

ns
; >

2 
ye

ar
s 

po
st

-in
ju

ry
C

as
e 

st
ud

y 
m

et
ho

do
lo

gy
; 

qu
al

ita
tiv

e 
in

te
rv

ie
w

s 
an

d 
ob

se
rv

at
io

n

In
te

r-
su

bj
ec

tiv
e 

tr
ut

h
C

ro
ss

-c
as

e 
co

m
pa

ra
tiv

e 
an

d 
th

em
at

ic
 a

na
ly

si
s

R
ob

so
n,

 2
00

5 
(A

us
tr

al
ia

)
4–

10
 y

ea
rs

 
(n

s)
5 

m
al

e,
 1

 fe
m

al
e;

 
Et

hn
ic

ity
 n

s; 
So

ci
al

 c
la

ss
 n

s

6 
pr

im
ar

y 
ca

re
gi

ve
rs

M
od

er
at

e 
an

d 
se

ve
re

 T
BI

; 
3 

G
C

S 
≤8

, 3
 G

C
S 

9–
12

; 
6 

m
on

th
s 

po
st

-d
is

ch
ar

ge

Ph
en

om
en

ol
og

y;
 s

em
i-

st
ru

ct
ur

ed
 in

te
rv

ie
w

s
ns

T
he

m
at

ic
 c

on
te

nt
 a

na
ly

si
s 

us
in

g 
N

-V
iv

o 
qu

al
ita

tiv
e 

da
ta

 a
na

ly
si

s 
so

ft
w

ar
e

T
ab

le
 2

. (
co

nt
in

ue
d)

 (c
on

tin
ue

d)



9

Fi
rs

t 
au

th
or

, 
Y

ea
r 

(C
ou

nt
ry

)

Pa
rt

ic
ip

an
t 

In
fo

rm
at

io
n

D
at

a 
C

ol
le

ct
io

n 
an

d 
A

na
ly

si
s

St
ud

en
t 

ag
e 

ra
ng

e 
(a

ve
ra

ge
)

St
ud

en
t 

so
ci

o-
de

m
og

ra
ph

ic
s 

(g
en

de
r,

 e
th

ni
ci

ty
, s

oc
ia

l c
la

ss
)

T
ot

al
 p

ar
tic

ip
an

ts
A

BI
 (

se
ve

ri
ty

/t
yp

e/
G

C
S)

; 
tim

e 
si

nc
e 

in
ju

ry
M

et
ho

do
lo

gy
; d

at
a 

co
lle

ct
io

n 
m

et
ho

ds
T

he
or

et
ic

al
 

pe
rs

pe
ct

iv
e

A
na

ly
si

s

R
os

ci
gn

o,
 2

01
1 

(T
he

 U
ni

te
d 

St
at

es
)

8–
20

 y
ea

rs
 

(1
5)

17
 m

al
e,

 2
2 

fe
m

al
e;

 
34

 C
au

ca
si

an
, 4

 A
fr

ic
an

 
A

m
er

ic
an

, 1
 P

ac
ifi

c 
Is

la
nd

er
; 

A
nn

ua
l f

am
ily

 in
co

m
e:

 
<

U
S$

20
,0

00
 =

 7
, 

U
S$

20
,0

00
–U

S$
40

,0
00

 =
 1

0,
 

U
S$

40
,0

00
–U

S$
60

,0
00

 =
 5

, 
U

S$
60

,0
00

–U
S$

80
,0

00
 =

 5
, 

U
S$

80
,0

00
–U

S$
10

0,
00

0 
=

 5
, 

>
U

S$
10

0,
00

0 
=

 7

39
 s

tu
de

nt
s

M
od

er
at

e 
to

 s
ev

er
e 

T
BI

; G
C

S 
sc

or
e 

<
13

; 4
 

m
on

th
s 

to
 3

 y
ea

rs
 p

os
t-

in
ju

ry

D
es

cr
ip

tiv
e 

ph
en

om
en

ol
og

y;
 2

 s
em

i-
st

ru
ct

ur
ed

 in
te

rv
ie

w
s,

 
12

–1
5 

m
on

th
s 

ap
ar

t

ns
C

ol
la

iz
zi

’s
 

ph
en

om
en

ol
og

ic
al

 
fr

am
ew

or
k 

to
 c

od
e 

an
d 

an
al

yz
e 

re
sp

on
se

s;
 

th
em

at
ic

al
ly

 b
as

ed
 

an
al

ys
is

R
os

en
th

al
, 

20
13

 (
T

he
 

U
ni

te
d 

St
at

es
)

12
-1

7 
ye

ar
s 

(1
4.

3)
1 

m
al

e,
 2

 fe
m

al
e;

 
Et

hn
ic

ity
 n

s; 
So

ci
al

 c
la

ss
 n

s

17
 in

di
vi

du
al

s 
(3

 s
tu

de
nt

s,
 

2 
pa

re
nt

s,
 

10
 e

du
ca

tio
n 

pr
of

es
si

on
al

s,
 2

 
co

un
se

lo
rs

)

2 
br

ai
n 

tu
m

or
 fo

llo
w

ed
 b

y 
st

ro
ke

, 1
 T

BI
; s

ev
er

ity
 

ns
; G

C
S 

ns
; 1

–4
 y

ea
rs

 
po

st
-in

ju
ry

C
as

e 
st

ud
y;

 in
te

rv
ie

w
s,

 
in

di
vi

du
al

iz
ed

 e
du

ca
tio

n 
pl

an
, o

bs
er

va
tio

n

Se
lf-

D
et

er
m

in
at

io
n 

T
he

or
y,

 S
el

f-
Ef

fic
ac

y 
T

he
or

y,
 

K
ub

le
r-

R
os

s 
G

ri
ef

 
C

yc
le

, L
ez

ak
’s

 
st

ag
e 

m
od

el

T
he

m
at

ic
 a

na
ly

si
s,

 c
on

st
an

t 
co

m
pa

ra
tiv

e 
m

et
ho

d 
of

 
an

al
ys

is

Sh
ar

p,
 2

00
6 

(A
us

tr
al

ia
)

14
–1

7 
ye

ar
s

(1
5.

9)
5 

m
al

e,
 3

 fe
m

al
e;

 
Et

hn
ic

ity
 n

s; 
So

ci
al

 c
la

ss
 n

s

18
 in

di
vi

du
al

s 
(8

 
st

ud
en

ts
, 1

0 
pa

re
nt

s)

Se
ve

re
 A

BI
, 6

 T
BI

, 
2 

ar
te

ri
ov

en
ou

s 
m

al
fo

rm
at

io
n;

 G
C

S 
3–

8;
 

fo
llo

w
ed

 fi
rs

t 
2 

ye
ar

s 
po

st
-in

ju
ry

G
ro

un
de

d 
th

eo
ry

; 3
0 

op
en

-
en

de
d 

in
te

rv
ie

w
s

ns
Q

ua
lit

at
iv

e,
 g

ro
un

de
d 

th
eo

ry
 m

et
ho

ds

T
od

is
, 2

00
8 

(T
he

 U
ni

te
d 

St
at

es
)

17
–2

3 
ye

ar
s 

(1
9.

9)
18

 m
al

e,
 1

5 
fe

m
al

e;
 

32
 C

au
ca

si
an

, 1
 m

in
or

ity
; 

3 
se

m
i-s

ki
lle

d 
w

or
ke

rs
, 9

 s
ki

lle
d,

 
11

 m
in

or
 p

ro
fe

ss
io

na
ls

, 1
0 

pr
of

es
si

on
al

s

33
 s

tu
de

nt
s

T
BI

; 5
 m

od
er

at
e,

 2
8 

se
ve

re
; G

C
S 

ns
; t

im
e 

si
nc

e 
in

ju
ry

 n
s

ns
; L

on
gi

tu
di

na
l q

ua
lit

at
iv

e 
st

ud
y:

 q
ua

lit
at

iv
e 

in
te

rv
ie

w
s,

 o
bs

er
va

tio
ns

, 
qu

an
tit

at
iv

e 
in

te
rv

ie
w

s,
 

an
d 

co
lle

ct
io

n 
of

 m
ed

ic
al

 
an

d 
sc

ho
ol

 r
ec

or
ds

ns
C

od
ed

 in
te

rv
ie

w
s 

an
d 

ob
se

rv
at

io
ns

 u
si

ng
 N

V
iv

o 
to

 c
re

at
e 

ca
se

 s
tu

di
es

 
ba

se
d 

on
 c

om
m

on
 

fa
ct

or
s,

 s
er

ie
s 

of
 m

at
ri

ce
s 

to
 c

om
pa

re
 r

el
ev

an
t 

fa
ct

or
s 

ac
ro

ss
 c

as
e 

st
ud

ie
s

V
ai

dy
a,

 2
00

2 
(T

he
 U

ni
te

d 
St

at
es

)

16
–1

7 
ye

ar
s 

(1
6.

8)
3 

m
al

e,
 1

 fe
m

al
e;

 
C

au
ca

si
an

; 
So

ci
al

 c
la

ss
 n

s

17
 in

di
vi

du
al

s 
(4

 s
tu

de
nt

s,
 

5 
pa

re
nt

s,
 8

 
ed

uc
at

or
s)

T
BI

; m
od

er
at

e 
to

 s
ev

er
e;

 
G

C
S 

ns
; 7

–1
4 

m
on

th
s 

po
st

-in
ju

ry

ns
; n

on
-s

ta
nd

ar
di

ze
d 

qu
al

ita
tiv

e 
in

te
rv

ie
w

 
qu

es
tio

nn
ai

re
 w

ith
 o

pe
n-

en
de

d 
qu

es
tio

ns

ns
ns

N
ot

e.
 A

BI
 =

 a
cq

ui
re

d 
br

ai
n 

in
ju

ry
; G

C
S 

=
 G

la
sg

ow
 C

om
a 

Sc
al

e;
 T

BI
 =

 t
ra

um
at

ic
 b

ra
in

 in
ju

ry
; n

s 
=

 n
ot

 s
pe

ci
fie

d.

T
ab

le
 2

. (
co

nt
in

ue
d)



10	 Global Qualitative Nursing Research ﻿

Hendrix, 2013; Richey, 2008; Rosenthal, 2013; Sharp, Bye, 
Llewellyn, & Cusick, 2006; Vaidya, 2002).

The articles reported on a diverse pool of participants, 
including at least 172 children and youth (students), 113 par-
ents/guardians, and 67 education or health care profession-
als. However, one article (Haarbauer-Krupa et al., 2013) did 
not specify the number of participants; therefore, we could 
not determine the exact numbers of total participants. Note 
that while 67 health and education professionals were 
included in the sample, we only sought articles and feedback 
from parents and students (for information on clinical and 
educational professional perspectives, see Hartman, 
Duncanson, Farahat, & Lindsay, 2015). Two of the articles 
(Linden & Jordan, 2012; Plotts & Jantz, 2012) did not  
report the age range of students. The remaining articles 
reported on students—either as participants or as children of 
participants—who ranged in age from 4 to 17 years old.

The articles reported on studies that entailed varied meth-
ods and methodological approaches to collecting and inter-
preting qualitative data. For data collection, 11 of the reported 
studies entailed individual interviews (Bogan et  al., 1997; 
Boylan, 2014; Bruce et al., 2008; Bruce et al., 2012; Cheung 
et  al., 2014; Mealings & Douglas, 2010; Plotts & Jantz, 
2012; Robson et al., 2005; Roscigno et al., 2011; Sharp et al., 
2006; Vaidya, 2002), five utilized multiple methods for pur-
poses of case studies (Berbaum, 2008; Carter & Spencer, 
2007; Haarbauer-Krupa et al., 2013; Richey, 2008; Rosenthal, 
2013), two included focus groups (Backhouse & Rodger, 
1999; Gauvin-Lepage & Lefebvre, 2010), one collected writ-
ten responses to qualitative survey questions (Linden & 
Jordan, 2012), and one used a combination of interview and 
observation (Todis & Glang, 2008). For data analysis and 
interpretation, nine of the reported studies primarily applied 
thematic analyses (Berbaum, 2008; Bruce et al., 2008; Bruce 
et  al., 2012; Cheung et  al., 2014; Linden & Jordan, 2012; 
Mealings & Douglas, 2010; Richey, 2008; Robson et  al., 
2005; Rosenthal, 2013), two described coding through soft-
ware (Bogan et al., 1997; Plotts & Jantz, 2012), and one each 
utilized inductive processes (Backhouse & Rodger, 1999), 
interpretive phenomenological analysis (Boylan, 2014), case 
study chronology (Carter & Spencer, 2007), analytical struc-
tures approach (Gauvin-Lepage & Lefebvre, 2010), 
Collaizzi’s phenomenological framework (Roscigno et  al., 
2011), grounded theory methods (Sharp et  al., 2006), and 
inductive coding (Todis & Glang, 2008). Two studies did not 
specify data analysis techniques (Haarbauer-Krupa et  al., 
2013; Vaidya, 2002).

Only five of the 20 articles reported the use of a theoretical 
perspective. Berbaum (2008) used the theories of normaliza-
tion of education (Wolfensberger, 1975) and neuropsycho-
logical learning theory (Rourke, Bakker, Fisk, & Strang, 
1993). Gauvin-Lepage and Lefebvre (2010) applied an eco-
logical approach (Bronfenbrenner, 1979). Mealings and 
Douglas (2010) used the theory of social interactionism 
(Corbin & Strauss, 1998). Richey (2008) explored the topic 

through the lens of inter-subjective truth (Coles, 1989). 
Finally, Rosenthal (2013) framed her work with a combina-
tion of Self-Determination Theory (Deci & Ryan, 1985), Self-
Efficacy Theory (Bandura, 1986), the Kubler-Ross Grief 
Cycle (Kubler-Ross, 1969), and the Lezak stage model 
(Lezak, 1986).

Upon completing the QRQC (see Table 1), we found that 
the research questions of our selected articles appropriately 
addressed our own research question. Saini and Shlonsky 
(2012) caution users of the QRQC that not all indicators on 
their checklist will be relevant to each study. Such relevance 
is dependent upon the authors’ ontological and epistemologi-
cal stances. The absence of a criterion from an article does 
not necessarily mean that the study is of poor quality. 
Therefore, the QRQC was used to guide our evaluation of the 
quality of each article, and the presence or absence of a crite-
rion did not guarantee our interpretation of the article’s over-
all quality. Across our sample of articles, we noted a particular 
lack of clarity regarding sample selection procedures within 
the studies, the range of methods used to triangulate data, 
who collected and analyzed data, how researchers handled 
ethical issues and biases, and whether audit trails and reflec-
tive journals were used by researchers.

Parent and Youth Experiences of  
Hospital-to-School Transition Following ABI

Six themes emerged from our review regarding youth and 
parent experiences of back-to-school transitions following 
ABI: (a) lack of education on ABI for family and profession-
als, (b) communication-related factors as a facilitator and/or 
barrier, (c) emotional focus, (d) peer relationships, (e) sup-
port for students and families, and (f) ABI sequelae in the 
classroom. We describe the themes below and provide a table 
of illustrative quotations for each theme (see Table 3).

Lack of Education on ABI for Family and 
Professionals

In 10 of the reported studies, students and parents alike high-
lighted a lack of education on ABI as a barrier to their suc-
cessful transition back to school (Backhouse & Rodger, 
1999; Bogan et al., 1997; Bruce et al., 2008; Cheung et al., 
2014; Mealings & Douglas, 2010; Richey, 2008; Rosenthal, 
2013; Sharp et  al., 2006; Todis & Glang, 2008; Vaidya, 
2002). Greater understanding of the students’ needs in the 
classroom environment would have promoted a better sup-
ported, smoother transition back to regular classroom func-
tioning and associated occupations. As one student in 
Backhouse and Rodger’s (1999) article explained, “ . . . 
teachers didn’t really help me much work wise, because they 
didn’t know where to place me. They’d never had anyone 
like this before” (p. 103). Similarly, students in Vaidya’s 
(2002) article suggested that lack of teacher knowledge 



11

T
ab

le
 3

. 
D

em
on

st
ra

tiv
e 

Q
uo

ta
tio

ns
.

Q
uo

te
s 

fo
r 

yo
ut

h
Q

uo
te

s 
fo

r 
pa

re
nt

s

La
ck

 o
f e

du
ca

tio
n

“J
us

t 
on

e 
te

ac
he

r 
w

as
 a

 m
as

si
ve

 p
ai

n,
 b

ei
ng

 ju
st

 a
nn

oy
in

g,
 a

lw
ay

s 
si

ng
lin

g 
m

e 
ou

t 
in

 
cl

as
s 

ju
st

 ’c
au

se
 I 

go
t 

hi
t 

by
 a

 c
ar

” 
(M

ea
lin

gs
 &

 D
ou

gl
as

, 2
01

0,
 p

. 6
)

“A
nd

 t
he

n 
w

he
n 

he
 g

oe
s 

to
 e

xp
la

in
, ‘

I’m
 s

or
ry

 b
ut

 I 
ha

ve
 a

 m
em

or
y 

pr
ob

le
m

 a
nd

 I 
fo

rg
ot

 t
o 

do
 t

hi
s’

 (
th

e 
te

ac
he

r 
sa

ys
), 

‘T
el

l m
e 

an
ot

he
r 

on
e’

” 
(B

ac
kh

ou
se

 &
 R

od
ge

r,
 

19
99

, p
. 1

03
)

“I
f I

 c
ou

ld
 g

et
 in

to
 a

 p
la

ce
 t

ha
t 

co
ul

d 
so

rt
 o

f u
nd

er
st

an
d 

m
y 

lim
its

, a
nd

 if
 t

he
re

 w
er

e 
tw

o 
of

 u
s 

w
or

ki
ng

 a
t 

th
e 

sa
m

e 
de

sk
 o

r 
so

m
et

hi
ng

, w
e 

co
ul

d 
sh

ar
e 

th
e 

w
or

kl
oa

d”
 

(B
ac

kh
ou

se
 &

 R
od

ge
r,

 1
99

9,
 p

. 1
04

)

“Y
ou

 d
on

’t 
se

e 
an

y 
ev

id
en

ce
 o

f c
an

ce
r 

th
at

 h
e 

ha
d.

 H
e 

lo
ok

s 
ju

st
 li

ke
 e

ve
ry

bo
dy

 e
ls

e.
 

So
 I 

ha
ve

 t
o 

ke
ep

 r
em

in
di

ng
 t

he
 s

ch
oo

l n
ot

 t
o 

be
 h

ar
d 

on
 h

im
 . 

. .
 ”

 (
Br

uc
e 

et
 a

l.,
 

20
08

, p
. 3

34
)

“I
 w

as
n’

t 
to

ld
 w

ha
t 

to
 e

xp
ec

t, 
eh

, f
or

 t
al

ki
ng

’s
 s

ak
e,

 h
ow

 I 
w

as
 fe

el
in

g 
de

pr
es

se
d 

et
c.

, t
he

 h
ea

da
ch

es
, s

om
et

im
es

 y
ou

 g
et

 s
ha

rp
 p

ai
ns

, I
 h

ad
 t

w
itc

he
s 

in
 m

y 
ey

e 
at

 
on

e 
tim

e,
 I 

w
as

 n
ev

er
 t

ol
d 

th
at

 t
he

se
 t

hi
ng

s 
m

ig
ht

 h
ap

pe
n 

. .
 . 

I d
on

’t 
kn

ow
 w

he
re

 
to

 s
ta

rt
, h

ow
 t

o 
m

ak
e 

im
pr

ov
em

en
ts

 a
nd

 t
ha

t”
 (

Bo
ga

n,
 L

iv
in

gs
to

n,
 P

ar
ry

-Jo
ne

s,
 

Bu
st

on
, &

 W
oo

d,
 1

99
7,

 p
. 4

35
)

“I
 t

hi
nk

 t
he

re
’s

 a
 lo

t 
of

 q
ue

st
io

ns
. W

ill
 s

he
 b

e 
ab

le
 t

o 
ho

ld
 d

ow
n 

a 
fu

ll-
tim

e 
jo

b 
w

ith
 

fa
tig

ue
 a

nd
 h

er
 o

th
er

 is
su

es
? 

H
ow

 w
ill

 s
he

 m
an

ag
e 

to
 li

ve
 in

de
pe

nd
en

tly
? 

W
he

re
 w

ill
 

sh
e 

be
 a

bl
e 

to
 li

ve
 p

er
m

an
en

tly
? 

W
ill

 s
he

 b
e 

ab
le

 t
o 

ea
rn

 e
no

ug
h 

m
on

ey
 t

o 
su

pp
or

t 
he

rs
el

f?
 A

nd
, w

ill
 s

he
 b

e 
ab

le
 t

o 
m

an
ag

e 
ho

us
eh

ol
d 

fin
an

ce
s 

on
 h

er
 o

w
n 

an
d 

no
t 

fo
rg

et
 t

hi
ng

s?
” 

(R
os

en
th

al
, 2

01
3,

 p
. 5

7)
“I

 t
hi

nk
 t

ha
t 

ki
ds

, e
sp

ec
ia

lly
 b

y 
th

e 
tim

e 
th

ey
 r

ea
ch

 h
ig

h 
sc

ho
ol

, s
ho

ul
d 

be
 fu

rt
he

r 
ed

uc
at

ed
 in

 t
he

 s
ym

pt
om

s 
of

 a
 p

er
so

n 
w

ho
 h

as
 g

on
e 

th
ro

ug
h 

ca
nc

er
. B

ut
 I 

th
in

k 
lik

e 
I’v

e 
tr

ie
d 

be
fo

re
 t

al
ki

ng
 t

o 
m

y 
cl

as
s 

ab
ou

t 
m

y 
pa

rt
ic

ul
ar

 c
an

ce
r 

st
or

y,
 a

nd
 it

 ju
st

 
m

ad
e 

m
at

te
rs

 w
or

se
” 

(B
ru

ce
, C

ha
pm

an
, M

ac
D

on
al

d,
 &

 N
ew

co
m

be
, 2

00
8,

 p
. 3

37
)

“I
f p

ar
en

ts
 a

nd
 t

ea
ch

er
s 

la
ck

 a
n 

un
de

rs
ta

nd
in

g 
of

 T
BI

, h
ow

 w
ill

 t
he

y 
m

ee
t 

th
e 

ne
ed

s 
of

 
st

ud
en

ts
 in

 t
he

 c
la

ss
ro

om
 a

nd
 a

t 
ho

m
e?

” 
(R

ic
he

y,
 2

00
8,

 p
. 1

08
)

“I
 a

m
 t

ot
al

ly
 u

na
w

ar
e 

of
 w

ha
t 

a 
T

BI
 is

 o
r 

th
e 

ty
pe

 o
f s

er
vi

ce
s 

th
at

 w
ou

ld
 b

e 
av

ai
la

bl
e 

to
 

as
si

st
 B

ill
y”

 (
R

ic
he

y,
 2

00
8,

 p
. 1

09
)

“T
he

 p
ar

en
ts

 fe
lt 

th
at

 t
he

 t
ea

ch
er

s 
ha

d 
m

is
co

nc
ep

tio
ns

 o
f w

ha
t 

a 
ki

d 
lo

ok
s 

lik
e 

w
ith

 a
 

tr
au

m
at

ic
 b

ra
in

 in
ju

ry
” 

(V
ai

dy
a,

 2
00

2,
 p

. 4
1)

“E
ve

n 
th

ou
gh

 I 
w

or
ke

d 
at

 t
he

 s
ch

oo
l a

nd
 I 

kn
ew

 a
bo

ut
 s

pe
ci

al
 e

d.
 fu

nd
in

g,
 I 

di
dn

’t 
kn

ow
 m

uc
h 

ab
ou

t 
sp

ec
ia

l e
d 

an
d 

fo
un

d 
th

e 
in

fo
rm

at
io

n 
I w

as
 g

iv
en

 c
on

fu
si

ng
—

le
ga

l 
ja

rg
on

. I
 d

id
n’

t 
kn

ow
 a

bo
ut

 t
ra

ns
iti

on
 s

er
vi

ce
s 

un
til

 a
ft

er
 s

he
 g

ra
du

at
ed

” 
(T

od
is

 &
 

G
la

ng
, 2

00
8,

 p
. 2

58
)

C
om

m
un

ic
at

io
n

“I
 t

hi
nk

 I 
sh

ou
ld

 h
av

e 
be

en
 t

ol
d 

ho
w

 t
o 

de
al

 w
ith

 it
 a

 b
it 

m
or

e.
 M

or
e 

ad
vi

ce
 o

n 
ho

w
 

to
 d

ea
l w

ith
 it

 m
en

ta
lly

, t
ha

n 
ju

st
 t

he
 p

hy
si

ca
l s

id
e 

of
 it

” 
(B

og
an

 e
t 

al
., 

19
97

, p
. 4

35
)

“I
 w

as
n’

t 
to

ld
 a

ny
th

in
g 

ab
ou

t 
th

em
. I

 d
is

co
ve

re
d 

th
e 

pr
ob

le
m

s 
I h

av
e 

as
 I 

w
en

t 
al

on
g 

bu
t 

I n
ev

er
 g

ot
 a

ny
 a

dv
ic

e 
ab

ou
t 

ho
w

 t
o 

liv
e 

w
ith

 t
he

m
 o

r 
an

yt
hi

ng
” 

(B
og

an
 e

t 
al

., 
19

97
, p

. 4
35

)
“Y

ou
 fi

nd
 o

ut
 a

 lo
t 

an
d 

yo
u 

kn
ow

 w
ha

t 
to

 e
xp

ec
t 

. .
 . 

th
at

’s
 t

he
 g

oo
d 

th
in

g 
ab

ou
t 

th
e 

gr
ou

p,
 t

he
 m

or
e 

yo
u 

ta
lk

, t
he

 m
or

e 
yo

u 
fin

d 
ou

t”
 (

Bo
ga

n 
et

 a
l.,

 1
99

7,
 p

. 4
36

)
“N

ot
 b

ei
ng

 a
bl

e 
to

 t
al

k 
to

 p
eo

pl
e.

 L
ik

e 
it 

w
as

 v
er

y 
ha

rd
 b

ec
au

se
 I 

di
dn

’t 
kn

ow
 h

ow
 

pe
op

le
 w

ou
ld

 r
ea

ct
 s

o 
I w

an
te

d 
to

 s
ta

y 
aw

ay
 fr

om
 t

he
m

. L
ik

e 
if 

I t
ol

d 
th

em
 I 

ha
d 

a 
br

ai
n 

tu
m

or
 a

nd
 w

as
 g

oi
ng

 t
hr

ou
gh

 c
he

m
ot

he
ra

py
, I

 d
id

n’
t 

kn
ow

 h
ow

 t
he

y 
w

ou
ld

 
re

ac
t”

 (
Br

uc
e 

et
 a

l.,
 2

00
8,

 p
. 3

37
)

“I
f t

he
 h

os
pi

ta
l a

nd
 t

he
 s

ch
oo

l h
ad

 c
om

m
un

ic
at

ed
 m

or
e 

fr
eq

ue
nt

ly
 a

nd
 m

ed
ic

al
 is

su
es

 
ha

d 
be

en
 d

is
cu

ss
ed

 b
ef

or
e 

Lu
th

er
 w

as
 d

is
ch

ar
ge

d,
 m

ay
be

 t
he

re
 c

ou
ld

 h
av

e 
be

en
 

so
m

e 
pr

ep
ar

at
io

n 
fo

r 
hi

m
” 

(R
ic

he
y,

 2
00

8,
 p

. 1
16

)
“T

he
y 

(h
is 

te
ac

he
rs

) 
w

er
e 

in
 o

n 
th

e 
w

ho
le

 in
te

gr
at

io
n 

si
de

 o
f i

t, 
an

d 
th

ey
 w

er
e 

ex
ce

lle
nt

 
by

 s
ay

in
g,

 y
es

 h
e 

ca
n 

ha
nd

le
 t

hi
s,

 n
o 

he
 c

an
’t 

ha
nd

le
 it

, o
r 

w
ha

te
ve

r.
 S

o 
w

e 
re

al
ly

 
w

or
ke

d 
as

 a
 t

ea
m

—
yo

u 
kn

ow
, m

ys
el

f a
nd

 t
he

 t
ea

ch
er

s 
to

 w
or

k 
ou

t 
w

ha
t 

he
 c

ou
ld

 
ac

tu
al

ly
 h

an
dl

e 
an

d 
w

ha
t 

he
 c

ou
ld

n’
t 

ha
nd

le
” 

(R
ob

so
n,

 Z
iv

ia
ni

, &
 S

pi
na

, 2
00

5,
 p

. 5
3,

 
pa

re
nt

he
se

s 
in

 o
ri

gi
na

l)
“T

he
 t

ea
ch

er
s 

al
l s

ee
m

 t
o 

lo
ok

 o
ut

 fo
r 

he
r.

 T
he

y 
se

em
 t

o 
w

at
ch

 if
 t

he
re

’s
 a

ny
th

in
g 

ne
w

 o
r 

un
us

ua
l. 

T
he

y’
ll 

e-
m

ai
l m

e.
 I 

th
in

k 
th

ey
 t

al
k 

am
on

gs
t 

ea
ch

 o
th

er
. I

’m
 s

ur
e 

th
at

 
if 

on
e 

te
ac

he
r 

ha
s 

an
 id

ea
, t

he
y 

m
ig

ht
 s

ha
re

 in
fo

rm
at

io
n 

w
ith

 t
he

 o
th

er
 t

ea
ch

er
s,

 s
o 

ev
er

yb
od

y 
w

in
s”

 (
R

os
en

th
al

, 2
01

3,
 p

. 7
0)

 
Em

ot
io

na
l f

oc
us

“I
’m

 in
 t

ea
rs

 n
ea

rl
y 

ev
er

y 
m

or
ni

ng
 b

ef
or

e 
sc

ho
ol

, b
ec

au
se

 I’
m

 w
or

ri
ed

 a
bo

ut
 

w
ha

t’s
 g

oi
ng

 t
o 

ha
pp

en
 . 

. .
 w

el
l l

as
t 

ye
ar

 s
om

eo
ne

 p
un

ch
ed

 m
e 

ac
ro

ss
 t

he
 fa

ce
” 

(B
ac

kh
ou

se
 &

 R
od

ge
r,

 1
99

9,
 p

. 1
03

)

“.
 . 

. y
ou

’r
e 

go
in

g 
to

 e
nd

 u
p 

w
ith

 c
hi

ld
re

n 
lik

e 
m

y 
so

n 
w

ho
 c

ou
ld

 e
nd

 u
p 

be
in

g 
a 

m
as

s 
m

ur
de

re
r 

. .
 .b

ec
au

se
 (

he
 is

) 
fe

d 
up

, a
nd

 fr
us

tr
at

ed
, a

nd
 a

ng
ry

 w
ith

 n
ot

 b
ei

ng
 

un
de

rs
to

od
 a

nd
 li

st
en

ed
 t

o”
 (

Ba
ck

ho
us

e 
&

 R
od

ge
r,

 1
99

9,
 p

. 1
03

)
“I

’v
e 

go
t 

a 
lo

t 
m

or
e 

ag
gr

es
si

ve
 s

id
e 

no
w

” 
(M

ea
lin

gs
 &

 D
ou

gl
as

 2
01

0,
 p

. 7
)

“A
t 

th
e 

m
om

en
t 

I a
m

 a
 p

ac
ifi

st
 w

hi
ch

 I 
kn

ow
 I 

sh
ou

ld
 n

ot
 b

e.
 B

ut
 r

ea
lly

 I 
ju

st
 d

on
’t 

kn
ow

 w
he

re
 t

o 
tu

rn
. I

 k
in

d 
of

 d
on

’t 
w

an
t 

to
 lo

ok
 o

n 
an

y 
fu

rt
he

r.
 I 

ju
st

 t
ak

e 
on

e 
da

y 
at

 a
 t

im
e 

an
d 

ho
pe

 w
e 

al
l g

et
 t

hr
ou

gh
 it

” 
(B

ac
kh

ou
se

 &
 R

od
ge

r,
 1

99
9,

 p
. 1

05
)

 (c
on

tin
ue

d)



12	

Q
uo

te
s 

fo
r 

yo
ut

h
Q

uo
te

s 
fo

r 
pa

re
nt

s

La
ck

 o
f e

du
ca

tio
n

“I
f s

om
eo

ne
 in

ve
nt

ed
 a

 t
im

e 
m

ac
hi

ne
, I

’d
 b

e 
th

e 
fir

st
 o

ne
 o

n 
it 

. .
 . 

I d
on

’t 
kn

ow
 if

 it
 

ha
s 

ru
in

ed
 m

y 
lif

e 
bu

t 
I f

ee
l i

t 
ne

ar
ly

 h
as

 b
ec

au
se

 I 
ha

ve
 ju

st
 m

is
se

d 
ou

t 
on

 s
o 

m
an

y 
th

in
gs

 . 
. .

 it
 h

as
 a

lm
os

t 
de

st
ro

ye
d 

m
e,

 I 
ca

n 
re

m
em

be
r 

w
ha

t 
I w

as
 li

ke
 b

ef
or

e 
th

e 
ac

ci
de

nt
. I

 w
as

 a
 q

ui
ck

 t
ee

na
ge

 b
oy

 w
ho

 c
ou

ld
 d

o 
an

yt
hi

ng
, b

ut
 n

ow
 I 

am
 r

es
tr

ic
te

d 
. .

 . 
I a

m
 s

ta
rt

in
g 

to
 t

al
k 

ab
ou

t 
m

y 
ac

ci
de

nt
 a

 b
it 

m
or

e 
bu

t 
I a

m
 s

til
l, 

I s
til

l f
in

d 
I c

an
’t 

ac
ce

pt
 it

 b
ec

au
se

 I 
ca

n 
re

m
em

be
r 

w
ha

t 
I w

as
 li

ke
 a

nd
 w

ha
t 

I a
m

 li
ke

 n
ow

. I
t 

ki
lls

 
m

e”
 (

Bo
ga

n 
et

 a
l.,

 1
99

7,
 p

. 4
36

)
“B

ec
au

se
 I 

lo
ok

 a
nd

 a
ct

 li
ke

 e
ve

ry
 o

th
er

 s
tu

de
nt

, p
eo

pl
e 

w
on

de
r 

w
hy

 I 
ca

n’
t 

do
 

ev
er

yt
hi

ng
. I

t’s
 fr

us
tr

at
in

g”
 (

T
od

is
 &

 G
la

ng
, 2

00
8,

 p
. 2

59
)

“H
e 

of
te

n 
st

at
ed

 t
ha

t 
he

 “
ju

st
 w

an
te

d 
it 

al
l b

eh
in

d 
hi

m
.”

 H
e 

fr
eq

ue
nt

ly
 r

el
at

ed
 t

ha
t 

he
 “

w
an

te
d 

to
 g

et
 o

n 
w

ith
 h

is
 li

fe
” 

(C
ar

te
r 

&
 S

pe
nc

er
, 2

00
7,

 p
. 4

5)

“‘
I d

on
’t 

un
de

rs
ta

nd
’ f

ou
r 

tim
es

, ‘
I n

ee
d 

a 
br

ea
k’

 t
w

ic
e,

 a
nd

 ‘C
an

 y
ou

 h
el

p 
m

e?
’ o

nc
e”

 
(B

er
ba

um
, 2

00
8,

 p
. 8

1)
“I

 w
as

 s
ca

re
d 

ab
ou

t 
w

ha
t 

w
as

 g
oi

ng
 t

o 
ha

pp
en

 (
at

 s
ch

oo
l)—

w
as

 h
e 

go
in

g 
to

 r
un

 
ar

ou
nd

 w
he

n 
I w

as
n’

t 
th

er
e 

to
 s

ay
 d

on
’t 

do
 t

hi
s 

an
d 

do
n’

t 
do

 t
ha

t, 
th

at
 t

ha
t 

w
as

 
pr

et
ty

 s
ca

ry
” 

(R
ob

so
n 

et
 a

l.,
 2

00
5,

 p
. 5

3)
 

Pe
er

 r
el

at
io

ns
hi

ps
“A

ll 
th

e 
ki

ds
 w

er
e 

ag
ai

ns
t 

m
e,

 a
nd

 s
ai

d,
 ‘H

ey
 lo

ok
, y

ou
 k

no
w

, s
he

’s
 n

ot
 n

or
m

al
’ t

yp
e 

th
in

g.
 I 

ha
d 

a 
lo

t 
of

 p
eo

pl
e 

te
as

in
g 

m
e”

 (
Ba

ck
ho

us
e 

&
 R

od
ge

r,
 1

99
9,

 p
. 1

03
)

“T
ho

se
 t

re
at

ed
 d

iff
er

en
tly

 o
ft

en
 fe

lt 
it 

w
as

 b
ec

au
se

 t
he

ir
 p

ee
rs

 w
an

te
d 

to
 ‘p

ro
te

ct
’, 

‘lo
ok

 a
ft

er
’ a

nd
 ‘k

ee
p 

an
 e

ye
 o

n 
th

em
’, 

bu
t 

sa
id

 t
ha

t 
it 

m
ad

e 
th

em
 fe

el
 “

lik
e 

a 
cr

ip
pl

e”
 (

Sh
ar

p,
 B

ye
, L

le
w

el
ly

n,
 &

 C
us

ic
k,

 2
00

5,
 p

.7
74

)
“T

he
y 

ju
st

 a
ct

ed
 li

ke
 e

ve
ry

on
e 

el
se

. M
y 

fr
ie

nd
s 

di
dn

’t 
ca

re
 if

 I 
w

as
 h

it 
by

 a
 c

ar
 o

r 
an

yt
hi

ng
 li

ke
 t

ha
t”

 (
M

ea
lin

gs
 &

 D
ou

gl
as

, 2
01

0,
 p

. 9
)

“T
ho

se
 k

id
s 

th
at

 w
ou

ld
 p

ic
k 

on
 m

e 
ev

er
y 

on
ce

 in
 a

 w
hi

le
. L

ik
e,

 ‘O
h 

m
y 

G
od

, s
he

 
is

 b
al

d.
’ A

nd
 t

he
y 

w
ou

ld
 la

ug
h 

at
 m

e 
or

 t
he

y 
w

ou
ld

 m
ak

e 
so

m
e 

sm
ar

t 
an

d 
st

up
id

 
re

m
ar

k.
 F

or
 e

xa
m

pl
e,

 I 
ha

d 
a 

ki
d 

. .
 . 

w
he

n 
I w

as
 s

ch
ed

ul
ed

 t
o 

go
 t

o 
m

y 
W

is
h 

to
 

D
is

ne
y 

W
or

ld
 . 

. .
 H

e 
sa

id
, ‘

O
h,

 w
hy

 g
iv

e 
it 

to
 h

er
? 

Sh
e 

is
 ju

st
 g

oi
ng

 t
o 

di
e 

an
yh

ow
.’ 

A
nd

 t
ha

t 
w

as
 r

ea
lly

 h
ar

d.
 T

ha
t 

w
as

 h
ar

d”
 (

Br
uc

e 
et

 a
l.,

 2
00

8,
 p

. 3
36

)
“A

ft
er

 t
he

 a
cc

id
en

t, 
I l

os
t 

so
m

e 
fr

ie
nd

s 
. .

 . 
I l

os
t 

a 
lo

t 
of

 fr
ie

nd
s 

w
ho

 I’
d 

ha
d 

fo
r 

a 
lo

ng
 t

im
e”

 (
G

au
vi

n-
Le

pa
ge

 &
 L

ef
eb

vr
e,

 2
01

0,
 p

. 1
09

2)
“‘

I b
el

ie
ve

’, 
sa

id
 a

no
th

er
, ‘

T
ha

t 
if 

I h
ad

n’
t 

ha
d 

m
y 

fr
ie

nd
s,

 I 
w

ou
ld

n’
t 

ha
ve

 g
on

e 
ba

ck
 

to
 s

ch
oo

l”
 (

G
au

vi
n-

Le
pa

ge
 &

 L
ef

eb
vr

e,
 2

01
0,

 p
. 1

09
2)

“A
nd

 I 
ha

ve
 lo

st
 a

 fr
ie

nd
, a

 c
ou

pl
e 

of
 fr

ie
nd

s 
be

ca
us

e 
of

 t
hi

s,
 b

ut
, i

t 
do

es
n’

t 
re

al
ly

 b
ug

 
m

e 
th

at
 m

uc
h 

be
ca

us
e 

I’v
e 

m
ad

e 
ne

w
 fr

ie
nd

s 
no

w
 t

oo
. A

nd
 s

o 
it 

do
es

n’
t 

bu
g 

m
e 

a 
w

ho
le

 lo
t 

an
d 

I r
ea

liz
e 

th
at

 I’
m

 t
ha

t 
sa

m
e 

gi
rl

, j
us

t 
a 

co
up

le
 t

hi
ng

s 
ha

ve
 c

ha
ng

ed
” 

(R
os

ci
gn

o,
 S

w
an

so
n,

 V
av

ila
la

, &
 S

ol
ch

an
y,

 2
01

1,
 p

. 8
88

)

“‘
. .

 . 
th

at
 it

 is
 v

er
y 

ea
sy

 fo
r 

ab
se

nc
e 

to
 m

ak
e 

th
in

gs
 [

fr
ie

nd
sh

ip
s]

 d
is

so
lv

e”
 (

Sh
ar

p 
et

 a
l.,

 
20

05
, p

. 7
74

)
“H

e 
do

es
n’

t 
ha

ve
 a

ny
 fr

ie
nd

s,
 a

nd
 h

e’
s 

al
w

ay
s 

si
tt

in
g 

by
 h

im
se

lf.
 I 

kn
ow

 t
ha

t 
he

 a
ls

o 
m

as
tu

rb
at

es
 in

 fr
on

t 
of

 t
he

 o
th

er
 c

hi
ld

re
n;

 t
hi

s 
be

ha
vi

or
 h

as
 o

nl
y 

os
tr

ac
iz

ed
 h

im
 

m
or

e”
 (

Be
rb

au
m

, 2
00

8,
 p

. 8
5)

“S
he

 li
ve

d 
w

ith
 a

 t
ot

al
 s

tr
an

ge
r 

w
ho

 d
id

n’
t 

kn
ow

 s
he

 h
ad

 a
 c

ar
 a

cc
id

en
t 

un
til

 a
ft

er
 

C
hr

is
tm

as
 b

re
ak

, T
in

a 
ch

os
e 

no
t 

to
 t

el
l h

er
. I

 w
ill

 s
ay

, t
he

 g
ir

ls
 r

ob
be

d 
he

r 
bl

in
d.

 
T

in
a 

w
ou

ld
 t

hi
nk

 h
er

 le
at

he
r 

co
at

 w
as

 a
t 

ho
m

e,
 t

he
n 

no
tic

e 
th

at
 h

er
 r

oo
m

m
at

e 
w

as
 

w
ea

ri
ng

 o
ne

 e
xa

ct
ly

 li
ke

 it
. S

he
 d

id
n’

t 
fig

ur
e 

it 
ou

t 
un

til
 m

uc
h 

la
te

r 
th

at
 it

 w
as

 h
er

 
co

at
” 

(T
od

is
 &

 G
la

ng
, 2

00
8,

 p
. 2

59
)

“T
hi

s 
ki

d 
w

as
 ju

st
 n

ot
 w

an
tin

g 
to

 g
o.

 I 
vi

rt
ua

lly
 h

ad
 t

o 
pu

sh
 h

im
 o

ut
 o

f t
he

 c
ar

 t
o 

ge
t 

hi
m

 t
o 

go
 t

o 
sc

ho
ol

. A
nd

 o
ne

 d
ay

 h
e 

ju
st

 b
ro

ke
 d

ow
n 

an
d 

it 
tu

rn
ed

 o
ut

 t
ha

t 
th

e 
ki

ds
 

ha
d 

la
be

le
d 

hi
m

 b
ra

in
 d

ea
d”

 (
Ba

ck
ho

us
e 

&
 R

od
ge

r,
 1

99
9,

 p
. 1

03
)

“S
he

 w
as

 b
ei

ng
 ju

dg
ed

 b
y 

al
l o

f h
er

 s
tu

de
nt

s 
by

 s
ay

in
g,

 ‘O
h 

w
el

l, 
sh

e 
is

 g
et

tin
g 

fa
vo

ri
tis

m
. W

hy
 is

 s
he

 g
et

tin
g 

ou
t 

of
 t

hi
s 

cl
as

s?
’ A

nd
 a

 lo
t 

of
 k

id
s 

di
dn

’t 
kn

ow
 t

ha
t 

sh
e 

w
as

 g
oi

ng
 o

ut
 t

o 
ge

t 
th

is
 t

es
t 

do
ne

, a
nd

 t
hi

s 
te

st
 w

as
 a

ct
ua

lly
 t

he
 h

ar
de

st
 fo

r 
he

r 
so

m
et

im
es

 . 
. .

 A
nd

 s
o 

sa
dl

y 
th

e 
ki

ds
 w

er
e 

th
in

ki
ng

 t
ha

t 
an

d 
ju

dg
in

g 
th

at
, a

nd
 y

et
 t

ha
t 

te
st

 w
as

 e
ve

n 
ha

rd
er

 o
n 

he
r.

 A
nd

 s
he

 s
til

l w
as

 d
oi

ng
 t

he
 t

es
t 

bu
t 

th
ey

 w
ou

ld
n’

t 
kn

ow
 

th
at

. A
nd

 s
o 

th
ey

 w
er

e 
qu

ic
k 

to
 ju

dg
e 

he
r 

fo
r 

th
at

” 
(B

ru
ce

 e
t 

al
., 

20
08

, p
. 3

35
)

“T
he

 m
aj

or
ity

 o
f p

ar
en

ts
 a

nd
 t

ea
ch

er
s 

at
tr

ib
ut

ed
 p

at
ie

nt
 r

el
uc

ta
nc

e 
to

 c
om

pl
y 

w
ith

 
th

e 
su

gg
es

te
d 

re
co

m
m

en
da

tio
ns

 a
s 

a 
pe

rt
in

en
t 

ba
rr

ie
r 

to
 im

pl
em

en
ta

tio
n,

 w
hi

ch
 w

as
 

as
so

ci
at

ed
 w

ith
 t

he
 p

at
ie

nt
 n

ot
 w

an
tin

g 
to

 fe
el

 li
ke

 t
he

 ‘o
dd

 o
ne

 o
ut

’”
 (

C
he

un
g 

et
 a

l.,
 

20
14

, p
. 1

08
6)

 

T
ab

le
 3

. (
co

nt
in

ue
d)

 (c
on

tin
ue

d)



13

Q
uo

te
s 

fo
r 

yo
ut

h
Q

uo
te

s 
fo

r 
pa

re
nt

s

La
ck

 o
f e

du
ca

tio
n

Su
pp

or
t

“I
 t

hi
nk

 I 
sh

ou
ld

 h
av

e 
be

en
 t

ol
d 

ho
w

 t
o 

de
al

 w
ith

 it
 a

 b
it 

m
or

e.
 M

or
e 

ad
vi

ce
 o

n 
ho

w
 

to
 d

ea
l w

ith
 it

 m
en

ta
lly

, t
ha

n 
ju

st
 t

he
 p

hy
si

ca
l s

id
e 

of
 it

 . 
. .

 h
al

f t
he

 t
im

e 
it’

s 
on

ly
 

yo
ur

 m
en

ta
l s

ta
te

 t
ha

t 
m

at
te

rs
, t

ha
t’s

 a
ll 

yo
u’

re
 s

uf
fe

ri
ng

” 
(B

og
an

 e
t 

al
., 

19
97

, p
. 

43
5)

“M
y 

br
ot

he
r 

he
lp

ed
 m

e 
a 

lo
t. 

A
nd

 m
y 

fr
ie

nd
s 

he
lp

ed
 m

e 
to

o 
. .

 . 
Li

ke
 t

he
y 

he
lp

ed
 

m
e 

lik
e 

if 
I w

as
 s

tu
ck

. I
f I

 w
as

 s
tu

ck
 o

n 
a 

m
at

h 
pr

ob
le

m
, I

 r
em

em
be

r 
so

m
e 

of
 t

he
 

st
ud

en
ts

 w
ou

ld
 c

om
e 

an
d 

he
lp

 m
e”

 (
Br

uc
e 

et
 a

l.,
 2

00
8,

 p
. 3

37
)

“K
no

w
in

g 
th

at
 I 

ha
d 

to
 h

av
e 

an
 in

te
gr

at
io

n 
ai

de
. L

ik
e 

a 
lo

t 
of

 p
eo

pl
e 

la
ug

h 
at

 y
ou

 o
r 

so
m

et
hi

ng
 . 

. .
 b

ut
 li

ke
, l

ik
e 

w
e’

d 
ta

lk
, m

e 
an

d 
th

e 
in

te
gr

at
io

n 
ai

de
 w

e’
d 

lik
e 

ta
lk

 a
 

lo
t 

an
d 

al
l t

ha
t, 

so
 y

ea
h.

 G
ot

 fr
ie

nd
s 

. .
 . 

it 
ca

m
e 

pr
et

ty
 g

oo
d”

 (
M

ea
lin

gs
 &

 D
ou

gl
as

, 
20

10
, p

. 8
).

“I
 d

on
’t 

re
ck

on
 I 

w
ou

ld
 h

av
e 

be
en

 a
bl

e 
to

 d
o 

it 
w

ith
ou

t 
hi

s 
su

pp
or

t 
. .

 . 
he

 lo
ok

ed
 

af
te

r 
m

e,
 lo

ok
ed

 o
ut

 fo
r 

w
ha

t 
I n

ee
de

d”
 [

re
fe

rr
in

g 
to

 h
is

 p
ri

nc
ip

al
] 

(M
ea

lin
gs

 &
 

D
ou

gl
as

, 2
01

0,
 p

. 1
1)

 
 

“I
t 

w
as

 o
nl

y 
be

ca
us

e 
of

 t
he

 s
oc

ia
l w

or
ke

r 
at

 (
th

e 
re

ha
bi

lit
at

io
n 

ce
nt

re
), 

th
ey

 a
re

 s
o 

re
al

ly
 w

on
de

rf
ul

, a
nd

 t
he

y 
so

rt
 o

f b
ec

am
e 

th
e 

in
te

rm
ed

ia
ry

 b
et

w
ee

n 
us

 a
nd

 t
he

 
sc

ho
ol

 a
nd

 g
ot

 u
s 

al
l t

og
et

he
r”

 (
Ba

ck
ho

us
e 

&
 R

od
ge

r,
 1

99
9,

 p
. 1

04
)

“.
 . 

. m
y 

hu
sb

an
d 

w
as

 a
bs

ol
ut

el
y 

no
 h

el
p 

w
ha

ts
oe

ve
r 

. .
 . 

de
fin

ite
ly

 d
iv

or
ce

 h
ap

pe
ni

ng
 

th
at

 n
ig

ht
” 

(R
ob

so
n 

et
 a

l.,
 2

00
5,

 p
. 5

0)
“S

he
 is

 r
ea

lly
 b

en
ef

iti
ng

 fr
om

 k
no

w
in

g 
th

at
 p

eo
pl

e 
ar

e 
lo

ok
in

g 
ou

t f
or

 h
er

, a
nd

 th
at

 s
he

 
do

es
n’

t d
isa

pp
ea

r 
in

to
 th

e 
cr

ow
d 

. .
 . 

if 
sh

e 
di

dn
’t 

ha
ve

 S
L 

[s
ch

oo
l l

ia
iso

n]
 . 

. .
 I 

do
n’

t k
no

w
 

ho
w

 w
el

l s
he

 w
ou

ld
 b

e 
do

in
g 

th
is 

ye
ar

” 
(B

ru
ce

, N
ew

co
m

be
, &

 C
ha

pm
an

, 2
01

2,
 p

. 4
8)

“H
e 

w
as

 a
ss

ig
ne

d 
a 

tr
an

si
tio

n 
co

un
se

lo
r 

fr
om

 D
R

V
, a

nd
 t

ha
t 

pa
id

 fo
r 

tw
o 

ye
ar

s 
of

 
te

ch
ni

ca
l t

ra
in

in
g.

 T
he

y 
he

lp
ed

 w
ith

 r
eg

is
tr

at
io

n,
 h

el
pe

d 
hi

m
 b

uy
 b

oo
ks

. H
is

 c
ou

ns
el

or
 

w
as

 g
re

at
” 

(T
od

is
 &

 G
la

ng
, 2

00
8,

 p
. 2

58
)

“ 
. .

 . 
th

e 
su

bj
ec

t’s
 fa

th
er

 r
el

at
ed

 t
ha

t 
w

he
n 

th
ey

 a
tt

en
de

d 
th

e 
m

ul
tid

is
ci

pl
in

ar
y 

co
nf

er
en

ce
, t

he
 e

lig
ib

ili
ty

 m
ee

tin
g,

 a
nd

 t
he

 IE
P 

m
ee

tin
g,

 it
 w

as
 a

 ‘s
ea

 o
f c

on
fu

si
ng

 
fa

ce
s.

’ H
e 

st
at

ed
 t

ha
t 

w
ha

t 
m

os
t 

of
 p

ar
tic

ip
an

ts
 r

ep
or

te
d 

so
un

de
d 

m
or

e 
bu

re
au

cr
at

ic
 

th
an

 t
he

ra
pe

ut
ic

” 
(C

ar
te

r 
&

 S
pe

nc
er

, 2
00

7,
 p

. 4
7)

“T
w

o 
of

 t
he

 p
ar

en
ts

 r
ep

or
te

d 
th

at
 ‘t

he
y 

ne
ed

ed
 t

o 
ad

vo
ca

te
 fo

r 
th

ei
r 

ch
ild

 b
ec

au
se

 n
o 

on
e 

el
se

 m
ay

’”
 (

V
ai

dy
a,

 2
00

2,
 p

. 4
1)

A
BI

 s
eq

ue
la

e 
in

 t
he

 c
la

ss
ro

om
“T

he
 t

ea
ch

er
s 

. .
 . 

di
dn

’t 
m

ak
e 

m
e 

do
 a

ny
th

in
g,

 t
he

y 
ju

st
 p

as
se

d 
m

e.
 A

ll 
I h

ad
 t

o 
do

 w
as

 c
om

e 
to

 c
la

ss
. I

 d
on

’t 
kn

ow
 if

 I 
co

ul
d 

do
 t

he
 w

or
k 

be
ca

us
e 

I d
id

n’
t 

do
 it

” 
(T

od
is

 &
 G

la
ng

, 2
00

8,
 p

. 2
57

)
“T

he
 s

tu
de

nt
s 

w
ith

 t
he

 in
te

gr
at

io
n 

ai
de

s 
ha

ve
 t

o 
ha

ve
, h

av
e 

a 
cl

as
s 

or
 t

w
o 

of
f w

he
re

 
th

ey
 d

o 
lik

e 
pe

rs
on

al
 d

ev
el

op
m

en
t 

st
uf

f a
nd

 I 
w

as
 li

ke
, o

oh
, y

ou
 k

no
w

, I
’m

 h
er

e 
at

 
sc

ho
ol

 t
o 

do
 s

ch
oo

lw
or

k,
 y

ou
 k

no
w

” 
(M

ea
lin

gs
 &

 D
ou

gl
as

, 2
01

0,
 p

. 7
)

“.
 . 

. t
he

 lo
ss

 o
f h

is
 e

du
ca

tio
na

l g
oa

l .
 . 

. d
ue

 t
o 

hi
s 

ph
ys

ic
al

 c
ha

ng
es

 c
om

pl
et

el
y 

al
te

re
d 

hi
s 

re
as

on
 fo

r 
be

in
g 

a 
sc

ho
ol

 p
ar

tic
ip

an
t, 

an
d 

he
 n

o 
lo

ng
er

 h
ad

 t
he

 d
ri

ve
 

to
 p

er
si

st
 w

ith
 t

he
 e

ffo
rt

 n
ee

de
d 

to
 m

ai
nt

ai
n 

hi
s 

sc
ho

ol
 a

ct
iv

iti
es

: ‘
Y

ou
 k

no
w

 
w

or
kw

is
e 

its
 g

on
na

 b
e 

ve
ry

 h
ar

d 
. .

 . 
in

 t
he

 e
nd

 I 
ju

st
 p

ul
le

d 
th

e 
pl

ug
 a

nd
 s

ai
d 

oh
 n

a 
I d

on
’t 

re
al

ly
 w

an
t 

to
 g

o 
ba

ck
’”

 (
M

ea
lin

gs
 &

 D
ou

gl
as

, 2
01

0,
 p

. 1
1)

“S
om

et
im

es
 I 

ju
st

 d
id

n’
t 

w
an

t 
to

 b
e 

pa
ss

ed
 b

y 
be

ca
us

e 
. .

 . 
I r

ea
lly

 s
ho

ul
dn

’t 
sa

y 
th

is
, 

be
ca

us
e 

th
ey

 fe
lt 

so
rr

y 
fo

r 
m

e 
. .

 . 
I d

id
n’

t 
w

an
t 

to
 g

et
 p

as
se

d 
ju

st
 b

ec
au

se
 o

f t
ha

t. 
I 

w
an

te
d 

to
 p

as
s 

be
ca

us
e 

I w
or

ke
d 

fo
r 

it”
 (

Br
uc

e 
et

 a
l.,

 2
00

8,
 p

. 3
36

)
“I

 c
ou

ld
n’

t r
em

em
be

r 
th

e 
w

or
k,

 a
nd

 a
ll—

an
d 

th
e 

te
ac

he
r 

w
as

 li
ke

, ‘
Y

ou
 k

no
w

 it
; y

ou
 ju

st
 

ca
n’

t r
em

em
be

r 
it.

 T
ry

 a
s 

ha
rd

 a
s 

yo
u 

ca
n.

’ A
nd

 I 
w

as
 li

ke
, ‘

I a
m

 tr
yi

ng
 a

s 
ha

rd
 a

s 
I c

an
’. 

A
nd

 s
he

’s 
lik

e,
 ‘J

us
t t

ry
 h

ar
de

r’,
 a

nd
 I’

m
 li

ke
, ‘

I’m
 tr

yi
ng

 h
ar

de
r. 

I’m
 tr

yi
ng

 to
 g

o 
as

 h
ar

d 
as

 I 
ca

n,
 a

nd
 I 

st
ill

 c
an

’t 
fig

ur
e 

ou
t 1

5 
di

vi
de

d 
by

 fo
ur

.’ 
It 

m
ad

e 
m

e 
fe

el
 s

or
t o

f w
ei

rd
. I

t 
m

ad
e 

m
e 

fe
el

 m
y 

br
ai

n 
w

as
, l

ik
e—

th
e 

br
ai

n 
ce

ll 
w

as
, l

ik
e,

 c
he

ck
in

g 
al

l f
ile

 c
ab

in
et

s, 
an

d 
co

ul
dn

’t 
fin

d 
no

th
in

g.
 I 

w
as

 g
et

tin
g 

irr
ita

te
d 

ag
ai

n’
” 

(R
os

ci
gn

o 
et

 a
l.,

 2
01

1,
 p

. 8
87

–8
88

)

“.
 . 

. s
o 

su
pp

or
tiv

e 
of

 p
ut

tin
g 

m
ec

ha
ni

sm
s 

in
 p

la
ce

 t
ha

t 
w

er
e 

go
in

g 
to

 m
ak

e 
it 

as
 e

as
y 

as
 

po
ss

ib
le

” 
(S

ha
rp

 e
t 

al
., 

20
05

, p
. 7

73
)

“[
th

e 
te

ac
he

r 
w

as
] 

fle
xi

bl
e 

w
ith

 h
er

 d
em

an
ds

 a
nd

 v
er

y 
un

de
rs

ta
nd

in
g 

of
 M

ar
ia

nn
a’

s 
se

iz
ur

e 
di

so
rd

er
” 

(B
er

ba
um

, 2
00

8,
 p

. 1
03

)
“S

he
 g

ot
 t

hr
ou

gh
 h

er
 d

ay
s,

 b
ut

 s
he

 t
oo

k 
sm

al
l b

re
ak

s.
 A

t 
th

e 
be

gi
nn

in
g,

 it
 w

as
 a

ls
o 

im
po

rt
an

t 
no

t 
to

 h
av

e 
th

e 
st

re
ss

 o
f a

n 
ex

am
” 

(G
au

vi
n-

Le
pa

ge
 &

 L
ef

eb
vr

e,
 2

01
0,

 p
. 

10
93

)
“O

ne
 E

ng
lis

h 
te

ac
he

r 
w

ou
ld

 n
ot

 m
ak

e 
an

y 
ac

co
m

m
od

at
io

n 
. .

 . 
Ja

ck
 k

ill
ed

 h
im

se
lf.

 H
e 

st
ud

ie
d 

th
os

e 
fa

ct
s 

te
n 

th
ou

sa
nd

 t
im

es
 fo

r 
tw

o 
da

ys
, d

id
n’

t 
do

 a
ny

th
in

g 
el

se
. S

o 
he

 
w

en
t 

in
 a

nd
 g

ot
 a

 B
 o

n 
th

e 
w

ri
tt

en
 t

hi
ng

 a
nd

 . 
. .

 t
he

 t
ea

ch
er

 s
ai

d,
 ‘W

el
l, 

se
e 

he
 d

id
 

ok
,’ 

w
hi

ch
 fr

us
tr

at
ed

 m
e 

be
ca

us
e 

ha
d 

yo
u 

al
lo

w
ed

 h
im

 t
o 

us
e 

th
e 

fa
ct

s 
he

 p
ro

ba
bl

y 
w

ou
ld

 h
av

e 
go

tt
en

 a
n 

A
. S

o 
w

e 
lu

ck
ed

 o
ut

, b
ut

 I 
do

n’
t 

kn
ow

 if
 it

 w
as

 lu
ck

 b
ec

au
se

 
th

en
 t

ha
t 

se
ts

 a
 p

re
ce

de
nt

 t
ha

t 
he

 c
ou

ld
 d

o 
it 

. .
 . 

So
 t

he
n 

th
e 

te
ac

he
r 

fe
lt 

ve
ry

 
ju

st
ifi

ed
 a

nd
 w

e’
re

 li
ke

, ‘
Y

ou
 d

on
’t 

ev
en

 k
no

w
 w

ha
t’s

 g
oi

ng
 o

n.
 Y

ou
 h

av
e 

no
 id

ea
’”

 
(T

od
is

 &
 G

la
ng

, 2
00

8,
 p

. 2
56

)
 

N
ot

e.
 T

BI
 =

 t
ra

um
at

ic
 b

ra
in

 in
ju

ry
.

T
ab

le
 3

. (
co

nt
in

ue
d)



14	 Global Qualitative Nursing Research ﻿

posed a “major obstacle” to their return to school following 
ABI. One mother from Backhouse and Rodger’s (1999) 
study provided an illustrative example of her struggle with a 
teacher who did not understand the cognitive deficits that can 
result from ABI:

Cause we found that (it was like) talking to a brick wall with the 
teacher’s aides and the teachers to begin with, because I’d be 
saying, “Look, (S) is not coping with this, we’re not coping with 
it.” We were doing most of the homework at home for him 
basically. They were sending deadlines, saying it has to be done. 
And they didn’t listen to us at all. And they got me so (worked) 
up I felt I was breaking down just thinking of facing these 
people, and I didn’t want to feel like that on top of everything 
else. So I ended up avoiding them. (p. 103, parentheses in 
original)

Backhouse and Rodger (1999) mentioned that all parents 
in their study expressed frustration at some point because of 
their belief that teachers would not listen to them or accom-
modate their children’s classroom needs. This is an example 
of the ways in which educators’ lack of knowledge on ABI 
may contribute to a larger negative environment for the stu-
dents and their families. This negative environment may, in 
turn, negatively affect students’ volition or drive to put effort 
into their school participation, while contributing to frustra-
tion among parents and students alike.

Parents also expressed frustration at their own lack of 
knowledge on available resources following their child’s 
ABI. Specifically, Backhouse and Rodger (1999), Todis and 
Glang (2008), and Richey (2008) all stated that parents 
expressed frustration at their own inability to find informa-
tion. Richey summarized, “When parents and school profes-
sionals know what behaviors and characteristics they will be 
faced with and how to accommodate students returning to 
home from hospital and then to school following a TBI, it 
lessens frustrations for all concerned” (p. 100). The lack of 
education and access to information regarding transitions to 
school following ABI created frustration for educators, par-
ents, and students, and impeded students’ abilities to regain 
or re-shape the classroom-based occupations that they pos-
sessed prior to their injury.

Communication-Related Factors as a Facilitator 
and/or Barrier

Eleven of the 20 articles discussed communication-related 
factors as facilitators and/or barriers to students’ transitions 
back to school following ABI (Backhouse & Rodger, 1999; 
Bogan et  al., 1997; Bruce et  al., 2008; Carter & Spencer, 
2007; Cheung et  al., 2014; Plotts & Jantz, 2012; Richey, 
2008; Robson et al., 2005; Rosenthal, 2013; Todis & Glang, 
2008; Vaidya, 2002). Students highlighted a lack of informa-
tion communicated from clinicians or educators on how they 
can adjust to their new sequelae of ABI in the school setting 

(Bogan et al., 1997; Carter & Spencer, 2007). Students from 
Bogan et  al.’s (1997) study did, however, find that when 
communicating with peers regarding how to navigate the 
daily challenges following from ABI, “the more you talk, the 
more you find out” (p. 436). The presence or absence of open 
communication on how to perform daily roles influenced 
students’ abilities to find adaptive ways to return to their dis-
rupted occupations (Bogan et al., 1997). Understanding how 
to adjust back to daily life was important to students’ return 
to occupational engagement, creating routines around their 
new ways of performing occupations, and ultimately  
their ability to regain or achieve a new sense of normalcy in 
their daily lives.

Parents spoke at length about the detrimental effects of 
gaps in communication between the school, home, and hos-
pital. Parents reported that their experiences of their child’s 
transition back to school was hindered by a lack of commu-
nication on available programs (Backhouse & Rodger, 1999; 
Richey, 2008; Todis & Glang, 2008), lack of preparation for 
the next steps in the rehabilitation process (Carter & Spencer, 
2007; Cheung et  al., 2014; Plotts & Jantz, 2012; Richey, 
2008; Vaidya, 2002), and lack of available information in 
plain language that they could understand (Cheung et  al., 
2014; Richey, 2008; Vaidya, 2002). A lack of transparency 
and communication often interfered with parents’ abilities to 
support their child’s return to disrupted occupations, to iden-
tify their child’s support needs, and to know how to obtain 
that help. One parent from Richey’s (2008) article stated, 
“they had tried to explain to me at the hospital meeting but I 
can’t remember. Then again at the school they had tried to 
explain TBI [traumatic brain injury], but I didn’t understand 
some of the terminology” (p. 108, square brackets added). 
Another parent from Todis and Glang’s (2008) article 
described her struggle to keep teachers informed from year 
to year: “Every year I tried to start the year by informing new 
staff. They’d say, ‘Ok, ok,’ and then mid year, ‘Your kid’s got 
problems!’ Then they would spend the last half of the year 
trying to get something in place” (p. 255). This parent, like 
many others in the articles we reviewed (Richey, 2008; 
Robson et  al., 2005; Rosenthal, 2013), made an effort to 
facilitate clear, early, and ongoing communication with the 
educators, but her efforts were often not recognized quickly 
enough to meet her child’s classroom needs.

Conversely, parents found that the presence of open and 
ongoing communication helped to create a supportive envi-
ronment for their child’s return to classroom engagement 
(Bruce et al., 2008; Robson et al., 2005; Rosenthal, 2013). 
One parent in Bruce et al.’s (2008) article gave the following 
advice: “Keep in touch with the teachers. Keep them aware 
of the progress and what to expect, and limitations. And also 
if they see something wrong, act on it right away. Don’t 
wait” (p. 335). This advice, echoed by parents in Rosenthal’s 
(2013) publication, encourages parents to remain vigilant 
and advocate for their children to receive the attention and 
care they need. Communication must be bi-directional, 
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whereby parents and students communicate new or changed 
needs to educators and school-based clinicians and demand 
feedback and ongoing communication in return. Parents and 
students reported that open, ongoing communication con-
tributes to an environment of understanding in the classroom, 
which helps to focus everyone’s efforts on making sure that 
students are able to perform in their school-based occupa-
tions. Open, bidirectional communication that allows stu-
dents to feel supported in their classroom-based occupational 
engagement may contribute to students’ volition to continue 
to work toward rebuilding classroom competencies.

Emotional Focus

Twelve of the 20 articles addressed participants’ emotional 
focus, as manifested through feelings of anger, frustration, 
and depression. Emotional responses varied between parent 
and child perspectives (Backhouse & Rodger, 1999; Bogan 
et al., 1997; Boylan, 2014; Berbaum, 2008; Carter & Spencer, 
2007; Cheung et al., 2014; Linden & Jordan, 2012; Mealings 
& Douglas, 2010; Richey, 2008; Robson et  al., 2005; 
Roscigno et al., 2011; Todis & Glang, 2008). Parents often 
conveyed frustration with the ways in which their child’s ABI 
was addressed in the school and the health care systems, 
rather than with the ABI itself. They sought support within 
their environments, which is important for regaining dis-
rupted occupations (Molyneaux-Smith et al., 2003; Whiteford, 
2000). One parent explained, “I could not get the school and 
the hospital on the same page. I became very frustrated with 
the system” (Richey, 2008, p. 117). Another stated, “I’m 
really fed up . . . he should be in an inclusive classroom with 
the other normal kids . . . I’ve been yelling at this placement 
all year, but it’s falling on deaf ears with the district” 
(Berbaum, 2008, p. 89). As outlined here, parents’ frustrations 
are related to the previously discussed issues of communica-
tion and education, but present prevalently enough to be 
addressed independently from the previous themes.

In contrast, students’ frustrations largely stemmed from 
their inability to engage in pre-injury occupations with the 
same level of functioning as they were previously able to. 
The inability to perform previously held occupations, or 
even the perceived inability to perform occupations as well 
as before, affected students’ volition to pursue those difficult 
occupations. For example, one student expressed anger and 
insecurity when a staff member tried to assist her while 
dressing: “I’m not stupid. I know how to do this!” (Berbaum, 
2008, p. 113). Students also expressed frustrations over their 
need to repeatedly ask for help, their need to take frequent 
breaks, and their difficulty in understanding what was asked 
of them (Berbaum, 2008). Following their ABI, students also 
reported experiencing anger and aggression in their social 
interactions, anxiety, sadness, apprehensiveness, loss of con-
trol, decreased confidence, impulsivity, and panic attacks 
(Bogan et  al., 1997; Carter & Spencer, 2007; Mealings & 
Douglas, 2010).

Finally, students simultaneously experienced the desire to 
cope and frustration that they had not returned to their pre-
ABI functioning, or what they considered “normal,” activi-
ties. One student from Mealings and Douglas’s (2010) article 
said, “Knowing I could do something beforehand, before me 
accident and then knowing I couldn’t do it now . . . just 
messed with my head” (p. 7). A student from Bogan et al.’s 
(1997) article explained the difficulties of outside expecta-
tions for recovery:

One of the doctors said, not long after I had my accident, you’ll 
be fine, give it two years and you’ll be brand new and that was 
it, that was all he said . . . and as the two year date is coming up 
and I don’t feel any better, I feel worse. The two year date came 
and passed and I blamed myself constantly . . . I should be better, 
it is just me who is holding it back. (p. 436)

Students’ volition to continue pursuing previously held 
occupations diminished as time passed with little marked 
improvement, along with their belief that they would be able 
to perform such occupations again.

The desire to return to previous habits or routines to feel 
“normal” again led other students to move toward rebuilding 
their lives. For example, one student from Bogan et  al.’s 
(1997) article recalled that her will to move on facilitated her 
coping: “I wasn’t feeling sorry for myself. I just put my head 
up and got on with my life” (p. 437). However, students’ con-
tinually evolving abilities affected their habituation of occu-
pations, making it difficult to create a routine of stable 
occupations with their new skills and abilities. In addition to 
aggression and depression related to the ABI, students were 
also required to cope with the loss of their previous “normal” 
way of functioning and were unsure if they would ever regain 
it. For many students, however, admitting that they may 
never return to their previous functioning also triggered a 
desire to cope with their current level of functioning and 
begin the process of setting goals to accomplish pre-injury 
capabilities.

Peer Relationships

Thirteen of the 20 articles addressed students’ peer relation-
ships (Backhouse & Rodger, 1999; Bogan et  al., 1997; 
Boylan, 2014; Bruce et al., 2008; Carter & Spencer, 2007; 
Gauvin-Lepage & Lefebvre, 2010; Linden & Jordan, 2012; 
Mealings et al., 2012; Plotts & Jantz, 2012; Roscigno et al., 
2011; Rosenthal, 2013; Sharp et al., 2006; Todis & Glang, 
2008). For many students, reuniting with friends and return-
ing to their social life was a major volitional contributor to 
transitioning back to school. As one student in Mealings and 
Douglas’s (2010) article remarked, “It was like that was the 
whole point of me wanting to go back to school like hang 
around with my friends” (p. 6). The desire to return to their 
previous social endeavors acted as a motivator to return to 
the school environment.
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However, after returning to school, many students noticed 
changes in their abilities and opportunities to engage in peer 
relationships. The increased demands of rehabilitation on 
students’ free time, increased effort and hours to keep up 
with school work, and altered class schedules to accommo-
date their new curricula left students with less time to social-
ize with peers. A friend of one student with ABI shared that, 
despite giving up time with friends, her friend with an ABI 
“studied relentlessly and then she’d wake up the next morn-
ing and couldn’t remember what she studied” (Todis & 
Glang, 2008, p. 259). Another student described how the 
time required for rehabilitation impeded her social endeav-
ors: “We were supposed to go away to [the state university] 
together and be roommates, but because of the accident I 
stayed home that year [to continue rehabilitation]” (Todis & 
Glang, 2008, p. 259, square brackets in original). Even dur-
ing class time, students’ opportunities to socialize with peers 
were limited. At some schools, youth with ABI had special 
classes or spent time with an educational aide so they could 
cover material at a different pace than the rest of the class. 
While students’ volition to regain disrupted social occupa-
tion was strong, their inability to fit social occupations into 
their routine and maintain peer relationships led to continued 
difficulty returning to meaningful social endeavors.

When socialization did occur, some students with ABI 
noticed that their relationships had changed and their friend-
ships were harder to maintain. One student in Bruce et al.’s 
(2008) article explained that the isolation and fear of rejec-
tion was difficult, stating, “Not being able to talk to people  
. . . was very hard because I didn’t know how people would 
react so I wanted to stay away from them” (p. 337). Another 
student from Roscigno et al.’s (2011) article explained that 
she had difficulty understanding why her friends were 
disappearing:

Yeah, [my friends came over at first] but then they saw me, and 
they saw the way I acted, and then they didn’t come over 
anymore. I think it happened pretty fast. [I knew by] the way 
they avoided me at church. Like, they would always like, I 
would be talking to someone, and then one of the other friends 
would say, “Oh, come on, so-and-so, let’s go do this! Bye, see 
you later!” And I was always kind of naïve of why they didn’t 
bring me, but yeah, later, I understood it all. (p. 888, square 
brackets in original)

Parents and peers suggested that other students distanced 
themselves from students with ABI because they demon-
strated inappropriate behavior, comments, and reactions—all 
of which are common in youth following ABI (Kehle, Clark, 
& Jenson, 1996; Ylvisaker et al., 2005). One set of parents 
described the post-injury behavior of their son as being 
“socially inappropriate at times,” remarking that he “shows a 
lack of inhibition . . . misinterprets social cues or over-reads 
social cues” and struggles to understand social norms (Carter 
& Spencer, 2007, p. 49). Parents of another student who 
struggled to maintain friendships said her son’s “social 

misjudgments and subsequent behavior severely tested the 
one remaining, close, friendship he had” (Carter & Spencer, 
2007, p. 45). Parents also indicated that when their children 
became aware of their social deficits, they were reluctant to 
participate in social activities. For example, the parents of one 
young man with ABI said that their son was “afraid of estab-
lishing an intimate relationship” (Carter & Spencer, 2007, p. 
49). While peer support and social interactions initially acted 
as motivators to return to school for many, students’ changed 
abilities to appropriately perform peer-group occupations 
subsequently became a barrier to school reintegration.

Supports

Eleven of the articles addressed supports for students and 
families as they returned to school (Backhouse & Rodger, 
1999; Bogan et al., 1997; Boylan, 2014; Bruce et al., 2008; 
Bruce et al., 2012; Carter & Spencer, 2007; Gauvin-Lepage 
& Lefebvre, 2010; Haarbauer-Krupa et al., 2013; Mealings 
& Douglas, 2010; Robson et  al., 2005; Rosenthal, 2013). 
Peer relationships served as a major source of support but 
will not be addressed here as they were explored in the previ-
ous subsection. Students and parents suggested that support 
from family and the community were essential to the process 
of returning to school (Bogan et al., 1997; Bruce et al., 2008; 
Carter & Spencer, 2007; Gauvin-Lepage & Lefebvre, 2010; 
Mealings & Douglas, 2010). One student in Mealings and 
Douglas’s (2010) article explained,

They [family] wanted what was best for me sort of thing . . . like 
if I wanted to go back, they were with me on that . . . They were 
like with me all the way, like agreeing with me and sort of like, 
if he wants to go back let him go back and all this. Yeah, so yeah, 
it was pretty good. (p. 8, square brackets in original)

Parents also drew on the support of their neighbors and 
other community members. For example, community mem-
bers told one mother in Gauvin-Lepage and Lefebvre’s 
(2010) article: “If you need help, don’t be afraid to ask”  
(p. 1092). Parents and students also described the support of 
professionals as helpful in the return-to-school process 
(Bruce et al., 2012; Haarbauer-Krupa et al., 2013; Mealings 
& Douglas, 2010; Rosenthal, 2013; Todis & Glang, 2008). 
For example, one parent in Rosenthal’s (2013) study reflected 
upon the ways to make the hospital-to-school transition more 
smooth and said, “The more support they have, the sooner 
they’re going to feel better about things” (p. 77). Specifically, 
participants cited teachers, integration aides, principals, 
school liaisons, and counselors as key agents in students’ 
successful and comfortable transition back to the classroom.

The absence of support also stood out to students and par-
ents as significant (Backhouse & Rodger, 1999; Bogan et al., 
1997; Bruce et al., 2008; Robson et al., 2005). Students in 
Bogan et  al.’s (1997) article called for more support and 
advice regarding the mental and emotional “suffering” they 
experienced. Parents shared a desire for more support from 
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teachers, rehabilitation staff, community programs, and their 
own partners. One parent shared her frustration with the 
school’s reasoning, recalling the following examples: “There 
was no money. There’s a bigger need. We have too many 
kids. We have one resource teacher . . . she would go weeks 
without any extra help” (Bruce et  al., 2008, p. 335). 
Supportive environments, including supportive people and 
policies, are necessary to resolve occupational disruptions 
following major life events; the student and parent views 
reported in the articles reviewed show this holds true for the 
return to school following ABI.

ABI Sequelae in the Classroom

Eleven of the 20 articles specifically addressed the impact of 
ABI sequelae on students’ classroom reintegration and func-
tioning (Berbaum, 2008; Bogan et  al., 1997; Bruce et  al., 
2008; Gauvin-Lepage & Lefebvre, 2010; Mealings & 
Douglas, 2010; Plotts & Jantz, 2012; Roscigno et al., 2011; 
Sharp et al., 2006; Todis & Glang, 2008; Vaidya, 2002). The 
articles addressed ABI-related classroom challenges in three 
major ways. First, students described feeling different from 
their previous selves in the classroom (Bogan et al., 1997; 
Bruce et  al., 2008; Gauvin-Lepage & Lefebvre, 2010; 
Mealings & Douglas, 2010; Roscigno et al., 2011; Todis & 
Glang, 2008). Parents and students alike provided examples 
of difficulties associated with the realization that students did 
not hold the same capabilities as before—and would have to 
learn how to adjust to the parameters of their new or changed 
levels of ability. For example, one student in Bogan et al.’s 
(1997) article explained,

The thing that really got me was I sat my prelims and now I’ve 
got my prelims on a bit of paper . . . and now they don’t mean 
anything. Now they could be someone else’s . . . I’m different 
now. I don’t have the same intellect as what I did then. (p. 436)

Teachers and parents did not always recognize or under-
stand the effects of ABI on the students’ skills and knowl-
edge and would urge students to try harder (Roscigno et al., 
2011). Parents did, however, eventually recognize the toll 
that this took on their children. They witnessed the enormous 
effort put forward by their children to complete the simplest 
tasks, while coming to the realization that their children 
would likely have to change their previously held educa-
tional and vocational goals (Mealings & Douglas, 2010; 
Todis & Glang, 2008). This suggests that students and mem-
bers of their support networks must adjust their expectations 
of what proficiency will look like for them as they return to 
previously held occupations following ABI. They will have 
new levels of ability—and will have to work within those 
parameters to return to their daily occupational engagement.

The second way in which ABI sequelae affected class-
room experiences relates to students’ and parents’ negative 
experiences in the classroom following ABI (Bruce et  al., 

2008; Carter & Spencer, 1997; Mealings & Douglas, 2010; 
Todis & Glang, 2008; Vaidya, 2002). Classroom concerns 
ranged from students being ignored by teachers and passed 
through the system (Bruce et al., 2008; Mealings & Douglas, 
2010; Todis & Glang, 2008) to teachers being unwilling to 
make accommodations in the classroom based on students’ 
new abilities (Mealings & Douglas, 2010; Todis & Glang, 
2008; Vaidya, 2002). In Carter and Spencer’s (2007) case 
study, the school administration suggested that a student 
move to a new school following ABI, communicating that 
his previous school had additional academic requirements 
that the school did not feel he could meet. However, the stu-
dent and his family did not consider this “a viable option” 
because it would remove him from the physical and social 
settings that he was familiar with, which they felt would 
cause him more difficulty and confusion. Another student 
from Todis and Glang’s (2008) article suggested that he felt 
ignored by his teachers, stating, “I graduated with a B aver-
age, and for the last two years they said I didn’t need special 
ed anymore, but I never really learned to read or write”  
(p. 258). Such an oversight might lead to delays in resuming 
disrupted occupations following ABI, as a supportive envi-
ronment is critical to occupational performance and growth 
(Kielhofner, 2008; Whiteford, 2000). It will likely also hider 
transitions into and through future occupational opportuni-
ties that require literacy and basic classroom skills.

The final area of ABI sequelae in the classroom involved 
receiving help in the classroom itself. Berbaum (2008), 
Mealings and Douglas (2010), Plotts and Jantz (2012), Sharp 
et al. (2006), and Vaidya (2002) all highlighted the need to 
put mechanisms in place to help students reintegrate into the 
school setting—for example, by allowing students time to 
leave class early to avoid crowded hallways (Vaidya, 2002) 
or being flexible in demands when seizures or other condi-
tions must take priority (Berbaum, 2008). One parent in 
Gauvin-Lepage and Lefebvre’s (2010) article explained that 
her daughter “got through her days, but she took small 
breaks” (p. 1093). A student in Mealings and Douglas’s 
(2010) article met with his principal and speech language 
pathologist and found “ . . . that was really helpful as well, 
just sort of organising what was going to happen, sort of had 
a bit of structure to go back and have a try of certain things” 
(p. 9). Having these simple accommodations, and profes-
sionals who were willing to provide them, helped students to 
transition more smoothly and left them feeling supported as 
they habituated to new ways of being in the classroom.

Discussion

Students’ volition to return to disrupted occupations or 
engage in new ones was often affected by their own desires, 
as well as their perceptions of other people’s expectations. 
Students benefitted from supportive environments in which 
adults and peers were educated on ABI and its sequelae, and 
perceived support helped students feel comfortable and 
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motivated to try to regain occupations. Similarly, Mealings 
et  al. (2012) found that students benefitted from being 
included in communication and ongoing planning regarding 
their education, as well as from feeling supported and vali-
dated in their progress.

Students throughout the included studies said that their 
volition was also affected by their emotions, outlook, and 
affect following ABI, including emotional distress, depres-
sion, anxiety, anger, and fear. Similar emotional and mental 
health issues have also been explored in the wider ABI-
related literature (Ilie et  al., 2014; Mealings et  al., 2012; 
OBIA, 2012). The range of emotions identified by students 
and parents in the articles we reviewed might be related to 
emotion-oriented coping, where emotional reactions and 
ruminative behaviors may comprise part of the student’s 
strategy to attempt to reduce stress (Harper, 2012). According 
to Harper (2012), the way that individuals cope with stress 
determines their functional outcome, as well as later engage-
ment in their daily lives.

Students’ habituation, including their social roles, is also 
affected following the occupational disruptions of an ABI. In 
the articles we reviewed, students’ abilities to maintain previ-
ous relationships or create new ones affected their emotional 
experiences following ABI and their desire to attend and par-
ticipate in school. Previous studies have also described 
restricted social interactions and ability to interact with peers 
as a notable outcome for children and youth with ABI (Bedell 
& Dumas, 2004; Glang et  al., 1997; Savage, Pearson, 
McDonald, Potoczny-Gray, & Marchese, 2001). According to 
Rauch and Ferry (2001), students with ABI tend to have 
smaller social networks, but the presence of supportive social 
networks can buffer the negative emotional and mental health 
effects that accompany isolation and self-doubt following 
ABI. They argue it is necessary for a student to recognize and 
value the support he or she receives, for him or her to benefit 
from it. Glang et al. (1997) also touted the role of peers in 
providing support to students transitioning back to school fol-
lowing ABI, and they created a specific intervention aimed at 
fostering supportive social interactions in the school follow-
ing ABI. Glang et al.’s (1997) findings support the findings of 
our review, in that students’ maintenance of peer relation-
ships—and the support they received from those relation-
ships—helped them reintegrate into their school and social 
lives. Conversely, a perceived lack of social identity or per-
ceived outsider status was related to increased emotional dif-
ficulty, and it affected the students’ desire to return to school 
or remain in the school environment.

Following ABI, students’ performance of school-related 
occupations was affected physically, socially, cognitively, and 
behaviorally. Students and their parents expressed frustration 
with their actual or perceived ability to perform in classroom 
settings. Mealings et al. (2012) listed a number of cognitive, 
emotional, physical, and psychosocial difficulties that affect 
classroom participation, such as fatigue, memory issues, orga-
nization skills, difficulty making decisions, anxiety, reduced 

motivation, physical inability to write, difficulties with vision 
or hearing, pain, dizziness, speech issues, and general social 
concerns. Many physical and some cognitive issues can be 
accommodated while a student is in rehabilitation and long-
term plans can be put in place; however, as described above, 
emotional and social issues are often more complex to address.

In addition to their true ability to perform tasks and activi-
ties involved in their school-related occupations, students’ 
perceptions of their abilities also affected their engagement. 
For example, some students eventually abandoned social or 
educational occupations because they perceived that their 
peers were excluding them or their educators were not sup-
portive, encouraging, or understanding of their new or 
changed abilities. To return to occupations, students required 
accommodation for skills and tasks that they were no longer 
able to complete, assistance with tasks that they might regain 
or perform differently than before, and encouragement to 
continue to strive toward engagement in a way that matches 
their abilities.

Finally, as stipulated by Whiteford (2000), supportive 
environments are essential in regaining of disrupted occu-
pations. In OBIA’s (2012) survey of adults who had experi-
enced ABI, only 40% of respondents indicated they were 
satisfied with their “ability to receive the support [they] 
need” (p. 47). While this statistic applies to an adult popula-
tion, the articles included in this study indicate similar con-
cerns for children and youth. Savage et  al. (2001) stated 
that family-centered care and professional support for the 
family throughout the process—including consideration of 
the families’ preferred times and venues for meetings, pro-
visions of information ahead of time so families have time 
to review it and ask thoughtful questions, and ongoing 
communication with families—are helpful in the return-to-
school process following ABI. By supporting the family 
unit in navigating services and transitions, professionals 
allow the family to support the student themselves in the 
transition process. Gan, Gargaro, Brandys, Gerber, and 
Boschen (2010) provided a number of recommended sup-
ports for families following pediatric ABI, including sup-
ports for the student, peers, professionals, and family 
supporting them, respite care, family counseling, and future 
planning. Within the school environment specifically, they 
identified the support of educators and administrators as 
helpful when present. Educators have similarly reported 
thinking that families and students must be supported in the 
return-to-school process (Berbaum, 2008; Bruce et  al., 
2012; Cheung et al., 2014), but they posit that the family is 
often its own biggest support, through family advocacy 
(Berbaum, 2008; Richey, 2008).

Educators, administrators, parents, and others can provide 
support by developing an understanding of the student as a 
person and ABI as a disability. Education and communica-
tion between stakeholders can foster this process. The dis-
tinct absence of education on ABI for educators, families, 
and students is unique neither to our findings nor to ABI as a 
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condition. Similar issues have also been identified in other 
studies of ABI (Gan et  al., 2010; Hartman et  al., 2015; 
Mealings et al., 2012; Savage et al., 2001), as well as research 
on autism (Lindsay et al., 2013) and cancer (Prevatt, Heffer, 
& Lowe, 2000). Greater education for all stakeholders—
including education on what to expect from the student, what 
gains are likely and unlikely to be made, and best-practices 
for modifying classrooms, social time, and curricula—will 
allow for more accurate expectations and successful curricu-
lar planning for students’ return and reintegration following 
ABI. Other studies also highlight the importance of peer edu-
cation on disabilities such as cancer and ABI and their asso-
ciated sequelae (Glang et al., 1997; Prevatt et al., 2000). In 
addition to the issues described by parents and students in 
this review, the literature indicates that educators agree with 
the need for clear, ongoing communication between stake-
holders to foster an environment where students can thrive 
(Ball & Howe, 2013; Berbaum, 2008; Mohr & Bullock, 
2005; Richey, 2008; Smith, 2005; Vaidya, 2002).

Future Directions

Future directions for research on hospital-to-school transi-
tions following ABI are manifold. First, formal communica-
tion and educational channels for parents, educators, 
clinicians, and students should be created. This will promote 
the appropriate and sensitive communication of information 
to help students to transition back to educational settings that 
are appropriate for their cognitive and recovery levels. These 
communication and educational channels should include all 
stakeholders that contribute to the support and education of 
students, families, and educators. Based on the included 
studies, we believe that it is crucial to have a space for par-
ents and students to advocate for their ongoing and evolving 
needs throughout the transition process and beyond. In addi-
tion, a holistic approach to the reintegration process should 
be instituted. That holistic approach should address the cog-
nitive, behavioral, physical, and academic abilities of stu-
dents, as well as their evolving social and emotional needs 
throughout the transition process.

Furthermore, the interventions and formal channels 
described above should be researched for their utility in 
supporting students’ transition back to school following 
ABI. Researchers should consider the perspectives of vari-
ous stakeholders—including students, parents, educators, 
rehabilitation specialists, government funders, school 
boards, and so forth—as well as the fidelity of the interven-
tions themselves. Finally, more research is needed to 
explore whether hospital-to-school transitions differ by age 
of the student, gender, ethno-cultural status, geographic 
location, socio-economic status, and type of school (i.e., 
public, private). These factors are relevant to the return-to-
school process because they might affect the geographic 
and economic availability of services to students and edu-
cational institutions.

Limitations

Our literature review was limited by our ability to read only 
English-language articles, as well as our use of English 
search terms. In addition, we did not discriminate between 
research on different types or experiences of ABI, including 
the type or severity of injury, the length of time since injury, 
or the services available or sought by participants. Finally, 
we did not discriminate between research on different types 
of educational settings or different spans of time between 
students’ injury and return to school.

The articles themselves presented several limitations as 
well. Similar to our own limitations, many of authors did not 
differentiate between levels of injury, time elapsed since 
injury, or level of education before injury. Only 15 articles 
reported participants’ genders (Berbaum, 2008; Bogan et al., 
1997; Boylan, 2014; Bruce et  al., 2012; Carter & Spencer, 
2007; Cheung et al., 2014; Gauvin-Lepage & Lefebvre, 2010; 
Mealings & Douglas, 2010; Richey, 2008; Robson et  al., 
2005; Roscigno et  al., 2011; Rosenthal, 2013; Sharp et  al., 
2006; Todis & Glang, 2008; Vaidya, 2002). Only five reported 
students’ ethnicities (Berbaum, 2008; Richey, 2008; Roscigno 
et al., 2011; Todis & Glang, 2008; Vaidya, 2002). Only eight 
discussed social class (Berbaum, 2008; Bogan et  al., 1997; 
Bruce et al., 2012; Bruce et al., 2008; Cheung et al., 2014; 
Gauvin-Lepage & Lefebvre, 2010; Roscigno et  al., 2011; 
Todis & Glang, 2008). Social factors, as mentioned previ-
ously, may affect geographic and economic availability of 
educational and health care services for returning students. 
Moreover, most of the articles we reviewed did not report the 
pre-morbid learning status of students beyond sporadic self-
reports from participants. Information regarding prior learn-
ing abilities might be relevant to our understanding of 
students’ knowledge, including the knowledge they lost and 
gained following pediatric ABI. Our recommendations should 
be considered in light of these limitations.

Conclusion

In our review, we synthesized the findings of 20 articles on 
the transition back to school following hospitalization for 
ABI from the perspectives of parents and students. In these 
articles, we identified six areas of focus for families and stu-
dents following ABI, including (a) lack of education on ABI 
for families and educators, (b) communication-related fac-
tors as barriers or facilitators to the reintegration process, (c) 
emotional focus, (d) peer relationships, (e) support for stu-
dents and family, and (f) ABI sequelae in the classroom. The 
return-to-school process is a gradual journey. Along this 
journey, students learn more about their new and evolving 
selves. These views are not only influenced by their abilities 
but also by their outlooks, emotions, social processes, and 
self-perceptions.

Based on the articles we reviewed, we suggest that foster-
ing supportive environments allows students to strengthen 
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their volition to regain occupations, roles, and perceived and 
actual skills following ABI.Future research should focus on 
formalizing processes to support students and families as 
they transition back to school. If properly supported in the 
transition back to school and daily function, students and 
their families can explore new ways of engaging in desired 
and necessary occupations and successfully reintegrating 
back into the physical, social, and cognitive realms of school.
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