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Summary of chapters 

Chapter One: 

This chapter reviews the relevant literature published since 1990 that has addressed 

the psychological impact both progressive and acute brain injury can have upon 

spouses of patients. The papers reviewed suggest that psychological strain or burden 

experienced by spouse carers is associated with a number of factors irrespective of 

illness type. A number of methodological limitations of the studies reviewed are 

discussed along with implications for clinical practice. Further research is required 

that explores the experience of family members to ascertain the best way forward for 

rehabilitation services in terms of providing family orientated interventions and 

support. 

Chapter Two: 

Chapter two presents a study that explores the views, beliefs and experiences of brain 

injury rehabilitation professionals on working collaboratively with families. Using a 

qualitative research approach, two focus groups were conducted with a total of 12 

professionals from a range of disciplines. Focus groups were analysed using thematic 

analysis. A number of salient themes emerged that reflected the narrative collected. 

Implications for brain injury rehabilitation services and suggestions for further 

research are made. 

Chapter Three: 

Chapter three presents an empirical study that explores children's experiences of 

parental brain injury. Using a qualitative research approach interviews were 

conducted with twelve participants aged between Il and 18 years living at home with 
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a brain-injured parent. Interview transcripts were analysed using Interpretative 

Phenomenological Analysis (IPA). A number of themes emerged that reflected the 

narrative collected. A preliminary model of adaptation to parental brain injury is 

proposed. Implications for brain injury rehabilitation services in terms of addressing 

the needs of children and suggestions for further research are discussed. 

Chapter Four: 

This chapter documents the first author's experience of conducting the two empirical 

papers presented in chapters two and three. Specifically it highlights a number of 

ethical and methodological concerns associated to conducting focus groups and 

interviewing children. The first author's personal account and reflections in relation to 

each of the two research studies are also presented. 
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Word count: 7021 

8 



Abstract 

Primary Objective: This article aims to review the relevant literature published since 

1990 that has addressed the psychological impact both progressive and acute brain 

injury can have upon spouses of patients. 

Main outcomes and results: A total of 21 papers were reviewed of which three 

employed qualitative approaches. The remainder used standardised questionnaires 

which were analysed using quantitative methods. The psychological strain or burden 

experienced by spouse carers was found to be associated with a number of factors 

irrespective of illness type. These factors related to characteristics of the illness; carer 

characteristics; social characteristics such as availability of social support; and 

relationship characteristics such as change in relationship status. 

Conclusions: A number of methodological limitations of the studies reviewed are 

discussed along with implications studies may have for clinical practice. Further 

research is required that explores the experience of family members to ascertain the 

best way forward for rehabilitation services in terms of providing family orientated 

interventions and support. 

Introduction: 

When a family member acquires a brain injury, whether a progressive or sudden 

onset, it is often other family members who bare the burden of providing care for their 

injured loved one [1-4]. Over the last two decades there has been a growing interest in 

the literature base that has focused on the experience and needs of family members 

following brain injury. Such research has sought to gain insight into the experience of 

family caregivers. More specifically studies have concentrated on the impact injury 

has upon primary caregivers. 
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Primary caregivers are often expected to take on the new role of carer with little prior 

knowledge or experience [5,6]. The main or primary caregiver may be expected to 

provide personal care such as toileting, dressing and bathing [7]. They may also be 

required to provide physical support in terms of assisting their loved one to walk or to 

eat [7]. The caring role may often involve the carer making many personal sacrifices 

such as giving up work and social activities [8]. Carers often report that they provide 

support 24 hours a day seven days a week [9]. In addition to this carers also report 

receiving little outside assistance or respite [5,10]. Spouses are more likely to adopt 

the role of main caregiver to brain injured partners than other family members [3,11- 

14] and have therefore been considered a group at risk of experiencing high levels of 

stress and strain [7,11,15]. 

Brain injury can have a progressive or sudden acute onset [16]. The estimated lifetime 

prevalence rates of neurological disorders have increased over the last ten years [17]. 

Survival following acute brain injury has also improved due to recent advances in 

surgical, neuropsychiatric and rehabilitative care. This has led to an increase in the 

number of people who are living with any number of impairments as a result of injury 

to the brain [18]. 

Progressive Onset 

Progressive neurodegenative diseases include Multiple Sclerosis (MS), Parkinson's 

disease (PD) and dementia, the most common form of which is Alzheimer's disease 

(AD). Such disorders are characterised by slow irreversible decline of functional and 

cognitive ability [19]. Incidence rates for such disorders increase with age. MS is 

10 



most commonly diagnosed between the ages of 20 to 40 years [12]. The incidence 

rate of PD rises after the age of 50 increasing sharply in old age [20]. The onset of AD 

can be in middle adult life but the incidence is higher in later life [20]. Therefore, it is 

likely that individuals suffering from such diseases would have been in long term 

stable relationships prior to onset [12]. The patient's partner has to adjust and adapt to 

the uncertain and unpredictable course of the disease. In addition, given the 

predominately late onset of such diseases, Spouse carers may also have to cope with 

any health related problems they too are experiencing in later life. The `well' spouse 

may eventually be faced with the prospect of no longer being able to care for their 

loved one. The patient may eventually have to move away from the family home to 

residential nursing accommodation. As a result the `well' partner may find themselves 

living alone. 

Acute 

Acute neurological damage most commonly occurs following Stroke or Traumatic 

Brain Injury (TBI). These types of neurological events can result in sudden loss of 

cognitive and functional ability with the prospect of a degree of recovery, most of 

which will occur during the first six months post injury [19]. Although stroke is the 

third largest killer in the developed world, many people do survive but experience 

persisting impairments [21]. Strokes predominately occur late in life, with the average 

age of stroke victims being 75 years [21]. In contrast, TBI is predominately a problem 

that occurs amongst younger people [22]. In particular males aged between 15 and 30 

years are more likely to suffer head injuries as a result of car and motorcycle 

accidents [20]. Given the early incidence of TBI, partners are often faced with the 
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prospect of providing life long care to a loved one who would otherwise have been 

independent over a much greater period of time. 

Scope of Review and Aims 

This paper will review the relevant literature that addresses the psychological impact 

neurological illness or injury can have upon spouses of patients. Research interest in 

this area has grown over the last two decades, this paper will therefore primarily 

review work conducted during this period. It is the aim of this paper to identify what 

research has so far discovered in relation to the impact brain injury, both progressive 

(degenerative) and acute (non-degenerative), can have on spousal caregivers. Brain 

injury can take either course but are the experiences of spouse carers different? If so 

should family based interventions from rehabilitation services differ dependent upon 

the type of injury? The limitations of studies and recommendations for future research 

will also be discussed. 

Search Strategy 

A review of the literature using Psycinfo, Medline and the Cochrane library was 

conducted. Combinations of key words were used to search for relevant material such 

as Spouse, husband, wife, marital, brain injury, stroke, ncurodegenerative, 

progressive, and carer. Initially the search strategy focused upon factors that impact 

on spouse caregiver strain. The information obtained from these studies led to further 

literature searches to identify papers that addressed these specific factors. Only studies 

conducted since 1990 and where participants were spouses of brain injured patients 

were considered. Twenty one papers were found that fitted the search criteria. Three 

tables have been compiled to illustrate the factors investigated, findings and 

12 



demographic information of each paper. Table one, presents studies on spouse 

caregivers of patients with progressive brain injury. Table two, presents papers on 

spouse caregiving of patients suffering acute brain injuries. Table three, presents 

comparative studies on spouse carers of patients with progressive and acute brain 

injuries. The reference sections in papers were also examined to identify other key 

papers. 

Main findings of literature review 

Factors that influence spouse caregiver strain or burden 

An initial search of the literature found three studies that have sought to determine the 

factors that may influence caregiver strain or burden. Blake and Lincoln [7,23] 

conducted two empirical studies that investigated caregiver strain of spouses caring 

for a partner after stroke. The first aimed to identify factors associated with strain in a 

group of co-resident spouses caring for a partner who had had a stroke. The second 

study aimed to test the accuracy of the initial findings in terms of predicting carer 

strain. 

In the first study [7] questionnaires were posted to co-resident spouses of patients that 

measured caregiver strain, stress and mood. In addition carers assessed the level of 

perceived independence of the patient in the realms of mobility, domestic and leisure 

activities. Correlation coefficients between each of the questionnaires and the measure 

of strain were then obtained. The results suggest three factors that were significantly 

associated with caregiver strain; carer mood seen as an impermanent emotional 

component and responsive to therapeutic intervention; level of disability of the patient 

in terms of activities of daily living; and negative affectivity seen as a stable 

13 



cn 
O CD f+ " ti Ö 

" 
CD 

O CD O0 O O ý Pý 
CD 

O 
rb CD. CD 

.ý 
N 
S 

w` 
Ro O 

to 
"º 

:3 
r- 

^ 
ý A n" 

ý 
to 

O W to -. . 
pr M 

. q 
A Ä 

a ý- ä 
N 
° 

r ý P. r 

° 
5 

c 
p %. D .o 

o Co ýo 
.r 
e 00 ... ýo a 

00 o+ ON 00 
'b 

ö ö 
P-4 

Zc 

w ý ;; 
vt r ýO 

ý N 
`ý 

w 
N " 

Vý ý 
y 

C 
J 

t lt O ýMD A 

.. 
O 

W "q 

ý ON v 
41. Ö 

] 

v 
N O\ 00 Vt v 

ÄR 

0 
-4 w m 

0 
"' Vt ý. 'R 

tJ AW 

d A d to d Y d = 
t cs ý= 

fD ý. y d ý.. y 
ý, / 

ýQyp 
"ý N 

Y 
y 

" ý d 
Lt' 

ý 

A 

ill) 

00 4 4 4 4 4 4 
ta 

Ä Ö 
.7 

m? t C°- y3 ;K 
'fl 

�o. n b n A 
.. fl 

.º "% 
to O^ 

'. 
'C 

C. ý^ n ý G" m --I 
ý 

.+ " 
o ' 

fr. 
tn C ý ß 

?O ýý 
^ 

r"i 
C't 

< 
^ 

.., o 
W 

E. ~ M cD ý... r OV <" 

A 
A 

p" 
n 

N" .i m/ CD OG 
' CT 

OQ 
" 

fD H 
yt Yn 

co 
V) 

ý 
'+ O. ^ p 

.. _ 
W 

0 r- 
"', Ooý cl. 

- 
Sý _ 

". = 
O. N" 

y y CS. Vi 
^ 

A 
ý 

N 

' 
[D 
ý p < 

to A 
" 

ö 

o . 
y. i ý CD 

y 
Ly 
O 

. ... =0 

.. " 

CD 
:3 

CIO 

b 
f iý 

ý 

ft 
y O" a 

f /) 
_ 

i V 

' 

W m w 

r7Q ý 
's 

. '3 
r- s o 

Ö N O. h N 
a. 

ýL 

z z z z z -ý ýc z z z .9 = 
A 
o A A A A ýO A A A A l p 
ý 

m 
to to pot 

W o W 
o 
IN c o y ~ 

.` .. - 
^: . 

0.. ý" ý ý A 

w ... ^ 
_. .» .º .. 

CD CD CD CD CD Ö CD CD 
00 

S pt 
ýpý 
° t 

M. w ý mý n ýýb 10 H ý ýC ö 
- 

? ý ý 
%< 

ýý w ý m 

.. 
" _ - A ~ "^ ^ n ry d OG !? t 

n" f^D O. O 
e^ D p` q tD t it ' 

ý S<ý 

' 
O O' 
- 

. . .. . co 
ý H 7 ^ M ^ 

cýt c 
0 

ý° 
OH y 

3ýe s 
G 
y y0 _m 

c - 
. .O 
1f C', 

öO 

e 
D( 

a 
f D 

v 
ý 

a- ý 
. c D "' (ý = o 

O ( 
, 

n ai " 0 n 
ý 

O tn 0o a, G ^ "'ý G^ 

" 
GO D 

O 
(`D 
ýH O 

_ 
^ n" 11 Ct' v' CD I .aO 

M. .+ 
mýfD - mO p= ^Ö O fOD 

3äO ý= O p'. f^D e"'D 0 ý 
0T O G 

ca w °""'t ý° °ö r- HO . 
"`o hH 

tro N 
" 

cm 
'-' 

i 
^ 

CD 
WO 

» 
^^ 

H C' 
C Cl) CD MÄ 

fD y ýO yr 
y 

(D 

H 

^ ý " 

CD co O ^ h L]. 
! C7 

O 

ý 
m 
ý 
cý 
0 
ý 
ý 

14 



ýn 
ý 

u .: 
0 
'' co -o c 

99 

<< 

Uo 

I'D - z r co 
ý °ý ö " 4m ý P", ý P, (CID D 

z 
N �C 

ä t~ w m 
- O o m O' CD ý IJ 
s A 

C) 

00 O N 
O 
Ö 

O O w 
Ja tAn tn ,.,, 

v 
.. r 
t. w 

w 

m 2; 
r. ý a °O 

Oo O 
v N 

10 v w 
00 

"A 5'_ 
O 

ýw tNn 
Ö 

CDO 
3v N A 

V% ym 
O w p 00 

00 
eP rb 

ýs 

O to to to O cP to t. i 
A rA 
C. 

,. ý ý-3 '"ý tn tn tn C ý 

; rl 
C 

A CE to 
4e 

ý 

o w 
Co N 

Cý , "", 

!9 

ý" 112 J tJ O Hw 7ýý ao ea 
FA 

OO 
Ä 

- 
CO 

ýýý. 
py/ y 

ýa 1"ýyý" 

FA o 
VJ " wp 

1 CD ° -"ý' 
... 

" uö 
sm in 

, C) " CD C . .N CC w ?ý 
" " 

. +.. ý.. _ 

a 
.. J. 

? 
,N " 

O 
= CF 0. 

f 

n 7 O' o" a 
yH 

. yý , "" *0 CD 
to 
a Q; 

ý . 
.ß 

O 
.. 

c 
ý"oöm 3'C ° 

to 
ä ID H 

~ 
N 
H= 

Co 
�ý, ý" 
p 

. 
m.. 

'"1 "ý 
^t ý 

0 
rý 

H Q, " 

(D 
., 
Co 

(A 

. 
m 
0 

ý 
p 

C 

y 
W Cr 

= 

ý L 
C 

-;; 
R. " 

wa 
Y 

< 

; ä ay ö y 
ro o C; -n y yy y b r7 0ö 

m rc ö 

z z z z z zl ýý l z z z 

00 A 
ý 00 00 A A ý ý 

w y _ m _ w _ m ý 
wl = ý ý 

I = = .. s = ö ý 
<" 

ý" 
" ^ = ý a 

CD CD CD (D" 
"I CA 
Cl 

11 ý 
G 

my 
O `ý' HO Cl. C) .. 

O ýý+ Im 
ý 

no 
m 

ý 

I y i ^n aO 
y 

º 
ý CD t' O 

ß 
r. nq 

^ 
H 

N . 
ý-. i I 

ü. < 
Iý 

^" o: 
5 

_. A , H . 
N. 

r 

ý 

�n� 
2 

ý. " 
[D bp 
Cl. O ., ý 

" 
. 
y+ . 

H+ O 
., C 'ý ý. t 

r., 

= :r Icý'o m ,a ö "5 
_ ö 

Z' 
m o ý 

I ý Iýý I= ý' ... `' ., = ý, ct^ -ý ov al ý. " 

Cr L1. Cp' 
r ski C T. 

"". 
ý<" 

" 

I 
Cp 
'"l 

^ ý .m ý 
aH 

"" 
h 

ý 
S _ ^ 

CF, IN 
"ý 

` !ý ! ý"yy 
"'h H .± 

,ý 
ir. 

_ ý 
'"1 

ý. 

'yý 

ý 
m 
ct 
fD 

ý 
0 

15 



u 
ý 0 
CD b 0 Z 
dm O. 

s g , 
o _ 

le 9 co 
h 

ß E ý 
D ý n 

Ö 
N 

Ö 7 AD 
C 

3 
_ cr 
00 
oý 

N 
Oý 

ß 
sj `s 

%A 
9m 

ý 
ÄÄ 

vc 

ý .a O {ý 

ý 9 
. 

= 

ý c02 Ä 
ý ö %CO 
w' Ä 

'S7 

ý 
ý ;3 

hO 

Ä 

vý=ý s=ým ;gn. 
ei m 92. -- -+ r, 

c. Co Da ^ °' ý' ., ý"r1 
G. "9C' 
fD 

. 
ß+ Ov y 

f9 -N 
"U7 ? 'Sý 

N A 

," . ý ýý" ßO l9 m 
« "ý 

CD 
nNy 

vö0 mý 
ý 

CD 
ß 

ý" a c. ýý" a 

z '< ýO :Z z= ýo 

.. ý 0 , 
A 4 

ö ä°oý> 
.Z pý A` TO0 i o-Z 0 sý, °ö"ýN , "ýý ý"ýýö ý 

= yy QN0^ _ 
O ý" 

" 

ýO " 
ý 

ß^ 7 
`c3ö 

ý 
T. O= 

afDý ý' 
ta 

_ 
ß ^f vj 

S' 
' 

ý. ý 
iý. 

ý. 

= 
ý 

16 



characteristic or personality trait of the carer. The results of Blake et al's [7] study 

also found that strained carers reported being in receipt of significantly less support 

from family and friends. 

In their follow up study Blake, Lincoln and Clarke [23] tested their initial findings on 

a cross-sectional sample of spousal carers. Questionnaires were sent to carers at 3 and 

6 months post injury. The results of this study supported the author's initial findings 

that mood, negative affectivity and perceived activities of daily living were strong 

predictors of caregiver strain after stroke. Both studies were however postal and 

therefore suffer the disadvantages of high non-response rates. Only 44% of the 

questionnaires were returned for study one and 42% returned for study two. 

A number of contributory factors have also been identified that determine the level of 

caregiver strain and psychological well being in spouses caring for a partner with a 

progressive neurodegenerative brain injury. Schneider, Murrey, Banerjee et al [24] 

conducted a cross-national study, involving 14 of the countries in the European 

Union. The aims of the study were to explore factors that contributed to caregiver 

burden among co-resident spousal carers of partners with AD. Twenty spouses from 

each country were administered semi-structured questionnaires to obtain demographic 

information. In addition participants were asked open questions to elicit perceived 

difficulties and rewards associated with caring, along with their perception of any 

support they had received. Standardised questionnaires were also administered that 

measured caregiver burden and health. Carer burden was found to be significantly 

associated to four variables across each country. These were financial concerns; 

younger carer age; behavioural deficits of the patient and the negative reactions of 

17 



others. However, participant selection for this study was dependent upon service 

pathways that may vary between countries. Therefore, the participants recruited from 

each country may have differed due to the configuration of services. 

These studies therefore suggest that a number of factors may be associated to 

caregiver burden. Characteristics of the patient's illness or injury; carer 

characteristics; and the support and understanding of others may all contribute to 

caregiver burden and strain. 

Review of papers exploring specific factors associated to spouse caregiver strain 

Many of the specific factors that have been shown to impact on spouse caregivers, 

identified by the studies reviewed, are similar irrespective of whether injury was acute 

or progressive. These factors will now be summarised and any differences drawn out. 

Illness or Injury Characteristics 

A number of studies have attempted to identify the illness characteristics that cause 

the greatest emotional distress and caregiver stress to spousal carers. Purk and 

Richardson [25] investigated the relationship between the psychological wellbeing of 

patients who have suffered stroke and caregiver distress. The results of this study 

suggest that the morale of care receivers was positively related to the morale of 

caregivers. A positive relationship between the patient's morale and their level of 

functional independence was also found. The greater the functional independence of 

the injured partner the greater the morale of the patient, and consequently the greater 

the morale of the carer. This would suggest that the psychological well being of the 

patient can impact on the mood and level of distress experienced by their carers. 

18 



However, one should also consider that the more functionally dependent the patient is, 

then the more of a burden they may be to carers. Therefore, the more functionally 

independent the patient, then the more time the carer has to pursue their own needs. 

This may result in elevated carer mood and consequently this may impact on the 

mood of the patient. 

Similar results were gained by Miller, Berrios and Politynska [26] in a study of 

married sufferers of PD. Multiple regression analysis was carried out on a battery of 

questionnaires administered to carers. The results found that measures of depression 

and anxiety in PD patients correlated closely to carer distress. Further stating that 

psychological distress experienced by patients is a far stronger predictor of carer 

distress than physical symptoms of the patient's injury. Miller et al [26] explain this 

finding by suggesting that the psychological problems presented by the patient may be 

harder to accept and adapt to than physical impairments, possibly as a result of the 

patient not being perceived as the same person they were prior to onset of injury. 

Alternatively one might consider that those patients with greater physical impairments 

may be in receipt of more outside support than those presenting with cognitive 

deficits. Therefore, carers of physically impaired spouses may have more access to 

support networks than carers of patients requiring less physical assistance, which in 

turn may impact on the distress reported. 

The emotional and social difficulties of caring for a partner with PD have been 

investigated by Aarsland, Larson, Karlsen et al [27]. They found that psychological 

disturbances in PD patients were the strongest determinants of both emotional distress 

and stress in partners compared to healthy controls. This finding has important 
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implications for professionals working in neuro-rehabilitation, given that the 

psychological distress of patients such as low mood or anxiety is potentially treatable. 

Therefore, if the patient's psychological disturbances are addressed then this may help 

to improve the psychological wellbeing of the primary carer as well as the patient. In 

addition the results of this study also found that behavioural disturbances of patients 

also led to greater levels of emotional distress of carers, whereas functional 

impairments of patients were not associated to caregiver emotional stress. These 

findings provide further evidence to suggest that changes in personality and behaviour 

that lead to the patient being perceived as a different person since time of injury are 

stronger predictors to caregiver distress than physical impairments suffered. 

Leinonen, Korpisammal, Pulkkinen et al [28] conducted a study comparing caregiver 

burden between spouse carers of partners with depression to spouse carers of partners 

with dementia. The dementia patients and their carers were divided into two groups. 

Group one consisted of patients admitted to hospital for assessment purposes, whereas 

group two consisted of dementia patients presenting with both psychiatric and 

behavioural symptoms. The results of this study found that spouses of demented 

patients with a combination of psychiatric and behavioural symptoms experience 

greater burden than spouses of depressive patients. Whereas spouse carers of 

dementia patients admitted for assessment reported similar levels of burden to the 

carers of depressive non-demented patients. Such findings suggest that psychological 

disturbance alone does not fully account for the burden reported by spousal carers of 

dementia patients. However, a limitation of this study is that the spouses of depressive 

patients were significantly younger than the spouse carers of dementia patients. 

Perhaps the younger the carer then the more able they are to cope and manage, 
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especially if we consider the possible age related difficulties carers may eventually be 

challenged with such as their own ill health or mobility. 

Anderson, Parmenter and Mok [29] explored the relationship between 

neurobehavioural problems after TBI and the psychological well-being of spouses. 

Spousal carers of partners who had sustained TBI were administered a number of 

questionnaires designed to provide data on neurobehavioural problems experienced 

by the injured partner; family functioning and resources; and psychological distress as 

perceived by the non-injured spouse. The results of this study found that behavioural 

problems presented by patients were the strongest predictor of carer distress. This 

would suggest that behavioural difficulties can be mediated by the resources available 

to family members. However, conversely such difficulties can also deplete family 

resources. Therefore, behavioural problems are important influential factors that can 

mediate family functioning and lead to psychological distress of primary carers, 

especially spouses. 

Two studies have also suggested that the risk of relationship break down increases if 

the neurobehavioural consequences of the patient's injury were such that they 

required a period of rehabilitation. In Katz, Kravetz and Grynbaum's [30] study those 

wives whose husbands were attending rehabilitation services, reported experiencing 

greater burden and strain. Similarly, Wood and Yurdakul [31] also found that where 

the brain injured patients behavioural impairments had led to a period of rehabilitation 

as an in-patient, the risk of relationship breakdown significantly increased. However, 

it should be stressed that both papers refer to such findings as being rather 

serendipitous and secondary to the actual research questions being addressed. 
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There have been two studies that draw comparisons between carers of partners with 

progressive and acute brain injury. Wright, Hickey, Buckwalter et al [19] compared 

the physical and emotional health of spouse caregivers of patients with Alzheimer's 

disease and stroke. This longitudinal study was designed to monitor the course of 

caregivers physical and emotional health over a twelve month period. Face to face 

interviews were conducted at the onset of injury and at 6 months post injury with 

couples. Participants were divided into three groups these being the AD group, stroke 

group and a well group acting as a control for the study. At 12 months post onset of 

injury a follow-up telephone interview was conducted. 

The results of this study found both similarities and differences between the groups of 

carers. In particular AD caregiver depressive mood was shown to follow a different 

pattern to the depression experienced by stroke carers. AD spouse caregivers reported 

high levels of depression in the early phases of illness. These carers continued to 

report significantly increased rates of moderate to severe depression over the twelve 

month period. In comparison to this, spouse stroke carers reported rates of depression 

decreased over time. The authors suggest that such results reflect the progress of each 

type of injury. For example in the case of stroke victims, carers will witness some 

level of recovery and deficits will eventually plateau. However, in the case of 

progressive injury as witnessed by AD carers, patients will continue to deteriorate 

over time. More longitudinal studies that compare injury types need to be considered 

as it could be hypothesised that the heightened mood of stroke carer's may be short 

lived once the realisation that a full recovery may not occur and consequently it may 

be the case that mood will again begin to decrease. 
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The only other study which compared illness types was conducted by Thommesson, 

Aarsland, Braekhus et al [16]. They explored the psychological burden experienced 

by spouses of stroke, dementia and Parkinson's sufferers attempting to identify patient 

characteristics associated to carer burden. Participants were recruited to form three 

groups of spouse-patient couples living with Stroke, dementia or Parkinson's disease. 

Questionnaires that assessed the well spouses stress and the patients Activities of 

Daily Living (ADL) and cognitive function, along with demographic information was 

collected. The results of this study found that spouse carers in the stroke group 

reported greater concern of further accidents occurring to their partner than 

participants in the other groups. This suggests that, the sudden unexpected nature of 

stroke may increase fears of further neurological insult. 

What studies on the impact illness characteristics have on spouse carers have shown is 

that cognitive and behavioural disturbances will mediate the level of burden or stress 

experienced by carers. These studies also show that the impact such characteristics 

have on spouse carers is similar for those caring for patients with either progressive or 

acute brain injury. However, comparative studies have also shown that differences in 

the cause of carer burden may exist dependent upon the nature of the injury. Such 

studies also illustrate the fact that other factors also contribute to the stress of carers 

such as the resourcefulness of families and certain characteristics of carers. 

Carer Characteristics 

A number of studies have explored the role certain characteristics of carers may play 

in mediating carer psychological wellbeing and perceived burden. Freyne, Kidd, Coen 
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et al [32] compared levels of burden and social support between carers of patients 

with early onset dementia to carers of late onset dementia. The results of the study 

found that carers of younger sufferers reported the greatest burden, further suggesting 

that the social, financial and occupational impact early onset dementia can have on 

partners may be greater than for older carers. However, the carers of the early onset 

dementia group in this study had been caring for an average of two years longer than 

the late onset carer group. Therefore length of time assuming the caring role needs to 

be standardised between groups before it can be more confidently suggested that age 

of carer contributes to caregiver burden. 

Gender of carers has also been shown to be an influential factor associated with carer 

distress. Hooker, O'Dell, Monahan et al [33] compared reported stress, depression 

and anxiety between spouse caregivers of AD and PD patients. Analysis of 

questionnaires administered found that significant gender differences existed within 

the AD caregiving group but not in the PD group. The wives in the AD group 

reported higher levels of depression and anxiety than caregiving husbands. These 

authors suggest that the cognitive sequelae that presents in AD patients may lead to 

increased responsibility to the well spouse. Female spouses may therefore be expected 

to assume a role of authority previously not experienced. Subsequently, they may 

suffer greater mental health difficulties than their male counterparts. The lack of 

gender effects in the PD group may well reflect the fact that PD is characterised by 

slowing of emotional and voluntary movement, such as muscular rigidity or tremors, 

with cognitive problems occurring later in the disease. Therefore, the carer does not 

have to cope with and adapt to changes in personality or the cognitive sequelae often 

associated to greater levels of carer strain [4,25,27]. 
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In a study of spouse vulnerability to caregiving stressors, Croog, Sudilovsky, 

Burleson et al [34] argue that the levels of psychological distress experienced by 

carers may be mediated by both the age and gender of the carer. In this study husband 

and wife caregivers of partners with AD were administered questionnaires to 

determine their emotional status, well being and general health. The analysis of the 

data collected focused upon identifying any differences that may exist between male 

and female carers, and if age of carer would also impact upon reported caregiver 

stress and wellbeing. When considering the age of carers alone the results suggest that 

the younger the carer then the greater the negative impact patient stressors will have. 

In particular behavioural problems presented by patients were shown to be the 

strongest predictor of psychological distress in younger carers. When considering 

gender differences, this study found that wife carers were more vulnerable to patient 

stressors than husband carers. When examining both age and gender together Croog et 

al [34] found that older male carers reported less burden than younger male 

caregivers. 

The findings of these studies provide professionals with important information 

regarding potential carer characteristics that may indicate a greater vulnerability to the 

stress associated to caring. However, more needs to be understood in terms of how 

such characteristics of the carer inter-relate. More needs to be done to determine why 

different age groups or how gender of carer may lead to carers experiencing different 

levels of psychological well being. Does caregiver burden decrease over time? Do 

men or women take longer to adapt to impairments or to accept their new caregiving 

role? In particular these studies fail to explore the social support systems of carers. 
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Could it be that the older the carer then the more time they have had to build up more 

stable and supportive relationships with family and friends than younger carers? 

Social Characteristics 

Social Networks 

The size of social network and amount of social support available has been shown to 

contribute toward carer wellbeing. In Miller et al's [26] study the size of social 

networks of married couples where one partner had a diagnosis of PD were assessed. 

The assumption of this study being that size of social network would be a good 

indicator of the social support available to each couple. Social support was measured 

by asking participants to record the number of people they had contact with over a 

two-week period who were outside of the carer's immediate household. In 

comparison to a control group of healthy couples, the couples living with Parkinson's 

disease had smaller social networks. However, this finding may simply reflect the 

carer's choice of not wanting to access support networks. More research is required 

that not only records number of social contacts, but also records availability and 

quality of support networks. This may then lead to questions regarding why do some 

carers access support when others choose not to? 

The social support available may also be influenced by others understanding and 

ability to accept and cope with the illness. In Cheung and Hocking's [35] qualitative 

study of spousal carer experiences of MS, a number of themes emerged including the 

theme loss of support. This theme encapsulated the participants description of 

experiencing a distancing of friends and relatives. Participants further expressed their 

disappointment at the loss of support networks due to the inability of others to accept 
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and cope with the illness, and the ease at which others had withdrawn into 

concentrating on their own lives. 

The negative reactions of others can result in carers feeling rejected and lead to 

increased social isolation. Participants in the Schneider et al study [24] were asked 

how they felt people reacted to their partner's illness. The most frequent responses 

were sympathy and acceptance. However, 22% felt rejected by friends and family, 

with 9% stating that others showed fear of the illness. This is of particular relevance 

when we consider the important role social support plays in mediating carer stress and 

strain experienced living with a partner with a progressive neurological disorder [36, 

37] and the possible social constraints caring may place on carers [38]. 

Activity Restriction 

Nieboer, Schulz, Matthews et al [8] propose that an increase in caregiving tasks can 

result in restrictive activity patterns and social support networks. This can in turn 

increase depressive symptomology in the non-injured spouse. Baseline data was 

collected from eligible spouses registered on the morbidity Registration Network 

Groningen (RNG), a longitudinal aging study of which 99% of all non- 

institutionalised elderly are registered. Information collected included measures of 

depressive symptoms, number of caregiving tasks and activity restriction. Consent 

was then obtained to contact the non-injured spouse if one of the illness events under 

study occurred. Participants were then monitored for illness events including stroke. 

General practitioners registered 180 first occurrences of the illness events of which 

127 spousal caregivers were available for follow-up assessment 3 months post illness 

event. 
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The results of this study found that spouse carers reporting at least 4 caregiving tasks 

post illness event, presented with significantly higher levels of depression. The results 

also found that increased care giving tasks lead to activity restriction. However when 

activity restriction is controlled the impact caregiving tasks has on depressive 

symptoms is reduced, suggesting that activity restriction plays a mediating role 

between caregiving and depression experienced by spousal carers. Such findings 

highlight the important role both professional and family support systems can play in 

alleviating depressed mood. Social support systems may provide relief to carers 

enabling them to pursue activities outside of the caregiving situation. However, a 

limitation specific to the findings of this study is that it does not consider the impact 

depressive symptoms may have on an individual's motivation to engage in activities. 

Could the carer's low mood itself lead to activity restriction and not necessarily the 

increased number of caregiving tasks? 

Relationship Characteristics 

The impact brain injury has upon the marital and relationship status of spouse carers 

has received a lot of research interest. Rankin, Haut and Keefover [39] present a 

model of spousal caregiving that suggests current marital functioning will influence 

caregiver mental health. These authors further state that it is the loss of emotional 

support experienced by spouse carers that has the strongest association to carer 

depressive reactions as oppose to functional support. Therefore, it would seem that 

carers adapt better to functional deficits than they do to the loss of intimacy and 

companionship. A further suggestion made by Rankin et al [39] is that carers not only 

mourn the actual loss of marital cohesion, but may also find the anticipatory grief 
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associated to degenerative illness emotionally painful and-distressing. However, this 

study does not explore the relationship status of participants prior to injury, and as a 

result may be reporting on pre-existing marital discord or difficulties. 

Three studies have used qualitative approaches to explore the experience of spousal 

carers in terms of the impact brain injury has on relationship status. Baikie [40] states 

that the quality of the marital relationship prior to onset of illness may be associated 

to caregiver strain. Therefore, the closer and more affectionate the pre-morbid 

relationship, then the burden reported by the partner providing care will be less. This 

raises important questions as to the voluntary nature of caring. If spouses have 

experienced a good pre-morbid marital relationship then they may be more willing to 

provide care to their partner. Alternatively, if the relationship has been unsatisfactory, 

carers may adopt the role of carer as a sense of duty or in line with their marriage 

vows. Indeed many of the woman interviewed in Paun's [41] study of older women 

caring for a spouse with Alzheimer's disease, justified their expressed commitment to 

caring by providing quotes from their marriage vows. A further issue in connection to 

marital relationships is the notion of consent. Baikie [40] suggests that some spouses 

may be unsure if their partner is consenting to sexual intercourse. This can lead to 

feelings of guilt in the `well' partner. 

The loss of a partner was also a theme that emerged in Cheung and Hocking's [35] 

study of carers of MS patients. In depth interviews were held with spouse caregivers 

and then analysed to identify themes that described the carer's experiences. The loss 

of a partner, loss of self and loss of support were all identified as important themes. 

The progressive nature of neurological diseases such as MS means the gradual loss of 
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a friend, a lover, and the deterioration of the marital relationship. Carers in this study 

reported that the ill partner still looked like the person they married, but was a 

stranger in terms of their relationship status. As a result carers had eventually 

disconnected from the role of marital partner and assumed the role of carer, no longer 

seeing their spouse as a lover, but instead simply seeing them as someone they cared 

for. 

The break down of relationships or marriages after sudden unexpected brain injury to 

a partner is well documented [42-44]. Wood and Yardakul [31] presented a pilot study 

to explore the frequency of relationship break down following TBI to a partner. 

Demographic information of TBI survivors including relationship status was obtained 

from clinical records. Follow up information regarding current relationship status post 

injury was obtained through postal enquiry. Only 42% of the couples surveyed had 

been able to maintain their relationship longer than 5 years post injury. These authors 

suggest several factors that may be attributed to relationship break down. The length 

of time the couple have been together prior to injury appears to correlate with the 

possibility of separation. Therefore the longer the relationship had lasted prior to 

injury the less likely the couple would separate. The data obtained in Wood and 

Yardakul's [31] study also suggests that relationships are more likely to break down 

at 5 years post injury or later and tend not to break down during the first two years 

post injury. This may reflect the current thinking that suggests very little recovery will 

occur beyond two years post injury. Therefore, once this time has elapsed carers may 

loose the optimism that had maintained their relationship up to this point. 
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Katz, Kravetz and Grynbaum [30] however suggest that the longer couples have been 

married then the greater the burden experienced by the uninjured spouse. Wives of 

husbands who had suffered TBI were administered questionnaires to obtain data on 

spouses coping flexibility and perceived burden. The term `coping flexibility' used in 

this study refers to the ability of the carer to adapt their coping style to the patient's 

deficits. Participants were then divided into two groups on the basis of the information 

provided. Group one comprised wives with below medium coping flexibility. Group 

two consisted of wives with coping flexibility above the medium. Each group's data 

was then examined in relation to the time since injury and other demographic 

information obtained at interview. The results of the study suggest that female carers 

with little coping flexibility and whose partner's injury had occurred more than 7 

years ago reported increased burden. Therefore, suggesting that poor coping 

flexibility may lead to increased burden over time. A further interesting finding of this 

study was that wives who reported the greater burden were those who had been 

married the longest time. This may go some way to supporting other studies that 

suggest relationships formed post injury have greater prospects than those pre-existing 

prior to injury [43,45]. 

The sexual relationships of non-injured spouses following TBI to partners have been 

investigated. Gosling and Oddy [42] conducted structured interviews to obtain 

demographic and neurological information from couples, where the male partner had 

experienced a TBI. The female partners were additionally asked to complete a number 

of questionnaires that would provide self-report information regarding marital state 

and sexual satisfaction. Participants were asked to complete these questionnaires 

retrospectively, considering the relationship prior to injury. They were then asked to 
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complete the same questionnaires in terms of their current relationship status. In 

addition, non-injured partners were asked seven open-ended questions regarding their 

perceptions of the current relationship. 

The results obtained from the Gosling and Oddy [42] study suggested that the sexual 

satisfaction reported by female partners was significantly lower since injury to their 

partner. One of the reasons for this dissatisfaction was shown to correlate with the 

uninjured spouse's new responsibilities and role. Many of those interviewed 

suggested that they felt their role had become more maternal and therefore was 

"inherently incompatible with an intimate sexual relationship" (p792). A further 

factor voiced by participants was that it felt like their partner was a stranger leading to 

the feeling that sexual intercourse would be wrong. A limitation specific to this study 

is that all of the male injured partners had been in full time employment prior to 

injury. However, all of them were now unemployed. The possible impact 

unemployment can have on relationships is well documented [46] and needs to be 

considered when interpreting or generalising the results of this study. 

Summary 

A number of different factors have been suggested that may contribute in some way to 

spouse caregiver strain. These range from characteristics of the illness, such as the 

patient's psychological well being, behavioural difficulties and severity of cognitive 

impairments; characteristics of the carer such as age and gender; social characteristics, 

such as the level of social support available to carers and the extent at which 

caregiving has restricted social activities; and the impact injury has had on the marital 

relationship. 
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Methodological Considerations 

In addition to the specific methodological considerations already mentioned, there are 

a number of more general limitations to the studies reviewed. Firstly the absence of a 

control group in many of the studies makes it difficult to know if similar results would 

be obtained from a non-carer population. Therefore, such studies are unable to 

confidently state that the factors seen as contributory to carer distress were not pre- 

existing prior to illness onset. Those studies that do incorporate control groups have 

reported higher levels of depression [19] and distress [26] in caregivers. Further 

studies using control groups will provide a clearer picture of the causal factors of 

psychological distress in caregivers. 

Another limitation of many of the studies reviewed is that they do not report the 

length of time spouses have spent caring for their partner. Those studies that do report 

this information [25,30,31,33,42] predominantly show that the time spent by 

participants assuming the caring role varies considerable within studies. The length of 

time caring also varies considerably between studies. Does life become harder as each 

year passes by, or is time a healer? Does type of injury determine whether time is a 

factor that influences carer burden? Further research may provide the answer to such 

questions. 

Only a third of the studies reviewed report how long couples have been married [24, 

29-31,33,42] with the length of time married varying greatly both within and 

between studies. Therefore, comparisons between studies are difficult to make. With 

the exception of Katz et a] [30], none of the studies reviewed consider time married as 
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a factor in their analysis. A further limitation of studies is that, with the exception of 

Gosling and Oddy [42], they do not consider relationship status prior to injury. More 

needs to be found out about the impact brain injury has upon couples and whether 

length of time together and pre-existing marital status may determine the level of 

distress or burden experienced by carers. This is especially important given Katz et 

al's [30] finding that participants married the longest were expressing the greatest 

level of burden. 

One further notable methodological limitation of studies in this area is the marked 

absence of qualitative studies, especially in the realms of acute brain injury where no 

qualitative studies were found that sought to gather experiential information from 

spouse carers. The knowledge gleaned from the three qualitative papers exploring the 

issues related to caring for a partner with progressive illness [34,35,40], have 

highlighted many interesting issues. Similar studies in TBI and stroke care may help 

clinicians gain a greater understanding not only of the issues faced by carers, but will 

also help identify similarities and differences between carers dependent upon injury 

type. 

Clinical Implications 

In most of the studies reviewed the ethnicity or cultural background of participants is 

not considered or even reported. In those studies that do outline the ethnicity of their 

sample, participants were predominately white [25,29]. With the exception of one 

study [19] most did not investigate or comment upon cultural differences between 

carers. Furthermore, a prerequisite for some of the studies was that participants should 
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be literate in English [7,35], another factor that could lead to the exclusion of 

culturally diverse groups. 

Studies that do consider cultural difference have identified some interesting findings. 

Wright et al [19] preliminarily report that black stroke caregivers initially experience 

higher levels of depression than white caregivers at onset of injury, but in contrast to 

white carers, gradually this depressed state decreases and stabilises over time. Paun 

[41] also found differences in the way the African American participants in her study 

formulated meaning. This study found that African American carers of PD patients 

reflected more on their spiritual beliefs in attempting to find the ultimate meaning for 

their loved ones illness. Furthermore, Haley, West, Wadley et al [47] in a comparison 

of black and white dementia carers, found that black carers were more resilient to the 

psychological effects of the stress of caregiving, compared to their white counterparts. 

This suggests not only a methodological limitation of studies in this area, but also 

identifies a clear need for future research to consider the impact culture and ethnicity 

may have on the caring role. 

Although it is important to recognise and understand the difficulties faced by primary 

carers such as spouses, we must not ignore the fact that caring takes place within a 

family context. Therefore it is important to place what we believe we know about the 

primary carers experience within the context of their environment and family 

network. The studies reviewed in this paper do not consider such factors as living 

conditions, the size of family, or who else is living at home with the injured relative. 

However, studies that investigate the caring experience of other family members such 

as children or parents have found that they too experience increased burden and strain 
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[9,15,48]. Similarly illness characteristics [49,50] and carer characteristics [51,52] 

have all be shown to correlate with the burden reported by family members including 

siblings, extended family members and friends. 

It is particularly important for healthcare professionals working in this field to 

understand the commonalities that may exist between family member's ability to 

adapt and cope with brain injury. Similarly it is just as important to understand any 

differences individual family members may experience before developing services 

that provide input to families. Some areas of difficulty for individuals may require 

treatment in isolation, such as specific carer characteristics. Whereas the impact 

illness characteristics may have on family members may be addressed more generally 

within the family unit. 

Summary and Conclusion 

This paper has sought to identify what is currently known about the impact brain 

injury to a spouse can have on partners. Studies have concentrated on patients with 

either progressive neurological illness or acute brain injuries. These studies have 

found that similarities exist regardless of injury type in terms of the factors that are 

associated to carer psychological wellbeing, coping ability and perceived burden. 

Such contributory factors are related to illness, carer, social and relationship 

characteristics. The small number of studies that have compared the carer experience 

of both progressive and acute injury have identified differences between carer 

experiences. Such differences appear to be related to the onset of illness and future 

prognosis. 
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In terms of the implications such research studies have for practitioners, it can be seen 

that adopting the role of primary carer can have a number of negative consequences 

for the individual. What these studies do not consider is the impact other family 

members may have on the caring experience. Nor do these studies consider cultural 

diversity or individual belief systems. More research is required that identifies 

similarities and differences in coping styles and expressed burden between other 

family members living with brain injury. In particular clinicians need to be aware of 

the context within which the carer is attempting to provide care. Who else is around? 

What are the well partner's beliefs about injury? What was life like prior to injury? 

Finding the answers to such questions will undoubtedly help inform the best way 

forward in terms of carer needs and involving families in the rehabilitation process. 
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CHAPTER TWO 

Working with families affected by Brain Injury: 

The views, beliefs and experiences of professionals providing 

rehabilitation services for acquired brain injury. 

Word count: 3706 (excluding tables, figures, references and raw data) 

All identifying features have been removed from this paper to ensure 

anonymity and confidentiality of participants. 
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Abstract 

Primary objective: The purpose of this study was to explore the views, beliefs and 

experiences of brain injury rehabilitation professionals on working collaboratively 

with families. 

Research design: A qualitative research approach was conducted using focus groups. 

Methods and procedures: Two focus groups were conducted with a tdt l of 12 

professionals who provide brain injury rehabilitation at a regional outpapent and 

inpatient service. Focus groups were analysed using thematic analysis. 

Main outcomes and results: A number of salient themes emerged that reflected the 

narrative collected. Such themes addressed the barriers to working with families; the 

understanding family members held about brain injury; the importance of support 

networks; and the impact belief systems and cultural diversity could have on 

rehabilitation services and provision. Implications for brain injury rehabilitation 

services and suggestions for further research are made. 

Conclusions: It is concluded that the results of this study may help guide 

professionals ý,,, rl. ing in this field in terms of recognising the barriers to family work 

and the needs of patients and family members. 

Introduction 

Brain injury often occurs without prior warning at a time when the individual still has 

many years ahead of them [1]. Upon discharge from hospital many patients will return 

home to live with partners, parents and/or other family members [2]. It is these family 

members, friends and loved ones who will play a crucial part in supporting and 

shaping the quality of life the patient will have post injury [3]. Close family members 
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are often expected to, and indeed assume the responsibility of, providing life long 

support and care to the brain injured relative [4,5]. 

The impact of acquired brain injury (ABI) on the patient and primary caregivers has 

been well documented [6-11]. Researchers widely acknowledge the long term 

consequences of ABI for both the patient and family members [12] and much has 

been published that explores the consequences of ABI for family members in terms of 

stress, coping and specific needs [4,12,13]. 

In a review of the literature Sinnakaruppan et al [4] identified lack of knowledge and 

understanding about brain injury as a key contributory factor leading to carer stress, 

with carers often identifying a high level of need for information regarding 

consequences of brain injury, referral sources and prognosis [2,12]. Furthermore it 

has been suggested that the negative effect of inadequate knowledge due to poor 

information provision can be devastating for the family [5]. However, patients and 

their main carers often report poor satisfaction with the information they have 

received [14] and as a result are more likely to form misconceptions about recovery 

from brain injury which can be detrimental to the rehabilitation process [15]. 

The brain injured relative may experience any number of physical and cognitive 

impairments. However, the literature suggests that it is the cognitive deficits or 

invisible disabilities that cause the greatest distress to carers. Such deficits are often 

difficult for carers to understand given their lack of prior knowledge or experience 

with brain injury [1,2,5]. Studies have therefore suggested that the provision of 

relevant information may facilitate more positive family adaptation and in turn 
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provide a more therapeutic home environment for the injured family member [12]. 

This is of particular importance when one considers the contribution families can 

make toward the generalisation of cognitive strategies from the rehabilitation unit to 

the home [16]. This has led to the recognition that family members need to be 

included in the rehabilitation process. 

Carers are a core ingredient in the process of recovery and maintenance of 

compensatory strategies. However, traditionally rehabilitation programmes have 

focused on the patient's needs and have adopted an approach that does not always 

consider the important role carers play and the impact brain injury may have had on 

family members, with the emphasis of such programmes being placed on the person 

who had experienced the traumatic event [17]. However, it is important to recognise 

that family members have also experienced a trauma themselves, with the family's 

ability to cope having a direct impact on the patient's ability to accept and come to 

terms with their injury [5]. 

Professionals or specialist therapists have been viewed as playing significant roles in 

influencing family adaptation and problem solving after injury [1]. This has led to 

recommendations for more collaborative work between rehabilitation professionals 

and family members [1,17]. However, for collaborative work to be achieved 

professionals need to first consider the emotional state of family members and attempt 

to get to know families in terms of adaptation, beliefs and pre-injury family dynamics 

[5]. A sensitive approach toward sharing possibilities about recovery and the realistic 

goals of rehabilitation is also essential to ensure good working relationships between 

members of the rehabilitation team and families [1]. 
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One of the limitations of existing research conducted in this area is that it concentrates 

on gaining the patient or main carer's perceptions about brain injury and their needs 

[14,17]. Therefore, such research fails to recognise the reciprocal relationship that 

exists between family members and professionals. Recommendations for family work 

have primarily stemmed from patient and family feedback to the exclusion of staff 

views. Studies have neglected to consider the views and experiences of professionals 

on collaborating with families and the difficulties that may arise when trying to 

involve families in rehabilitation programmes. 

Aims of study 

The aim of this study was to investigate the experiences of therapists working at a 

regional brain injury rehabilitation service in terms of family involvement in the 

rehabilitation process. It was hoped that by exploring professionals experiences and 

beliefs about collaborative work with families, a greater understanding of the potential 

pit falls and barriers to such work would be obtained. The primary aim is to identify 

areas of concern that may be addressed by brain injury services to ensure higher 

quality service provision to patients and their families. 

Method 

Design 

A qualitative non-experimental design was adopted for this study, allowing the 

researcher to explore the experience of the participants as seen through their eyes as 

oppose to testing preconceived hypothesis or predictions. Focus groups were 

conducted using a semi-structured interview schedule and later transcribed for 

analysis [18]. Thematic analysis was used to inductively identify themes that emerged 
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from the data [19,20]. Thematic analysis is a process for encoding qualitative data 

that provides the researcher, participants and the research audience with an insight 

into events or situations under observation. Data obtained is described and organised 

into themes that provide a foundation from which further qualitative or quantitative 

analysis may be conducted. 

Participants 

Participants were all members of inter-disciplinary teams working on a hospital site 

providing inpatient and outpatient regional brain injury rehabilitation. Each 

participant had worked in the service for at least 6 months prior to focus groups taking 

place. Sixteen members of the outpatient team and 12 members of the inpatient team 

were provided with written information and consent forms that outlined the nature of 

this study (see appendix C for all correspondence). A total of 14 therapists, 7 from 

each team consented to take part in the study, with one from each team not attending 

due to unforeseen circumstances, leaving 6 in each group. The medium age of 

participants was 33 years with an age range of between 25 and 48 years. Tables One 

and Two provide information about participants. 

Table One: Focus Group One (inpatient team) Participant Details 

Participant Age Gender Occupation 
Code 

A 35 Female Occupational 
Therapist 

B 25 Female Occupational 
Therapist 

C 26 Female Physiotherapist 
D 36 Female Physiotherapist 
E 38 Male Clinical 

Ps choloaist 
F 28 Female Speech & 

Language 
Therapist 
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Table Two: Focus Group Two (outpatient team) Participant Details 

Participant Age Gender Occupation 
Code 

G 39 Female Occupational 
Therapist 

H 32 Female Occupational 
Therapist 

I 48 Female Trainee 
Occupational 
Therapist 

J 38 Male Speech & 
Language 
Therapist 

K 26 Female Clinical 
Psychologist 

L 26 Female Assistant 
Psychologist 

Interview Schedule 

A semi-structured interview schedule was designed to elicit views and experiences on 

working with families (appendix D). The open ended questions devised for the 

interview schedule were created deductively through a process of crudely coding the 

relevant literature to obtain a list of themes that could be categorised into general 

areas of interest [20]. Gaps in the research or areas in need of further investigation 

were considered and questions developed [18]. The interview schedule was then 

loosely used to facilitate discussion in each of the focus groups. 

Procedure 

The agreement of therapy managers was secured prior to the researcher contacting 

potential participants. All members of the inpatient and outpatient teams were given 

information sheets about the study and consent forms to sign and return to the 

researcher should they wish to participate. Two focus groups were arranged to take 
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place at the participants workplace at times convenient to them. It was decided that 

participants should join the group attended by members of their own interdisciplinary 

team. It has been suggested that colleagues identify with each others shared 

experiences [21]. Also in terms of pragmatics, it was better for staff to be seen in their 

teams within the work place. Focus groups lasted 60 minutes and were audio-taped. 

Time at the end of each focus group was allowed for debriefing purposes. The focus 

groups were then transcribed ensuring anonymity. Transcripts were then analysed 

using thematic analysis (see appendix E for transcript extract). 

Coding Process 

The process of thematic analysis followed the steps recommended by Boyatzis [19]. 

Transcripts of both focus groups were read and summarised to ensure the researcher 

had a good understanding of the data. Both transcripts were analysed together and 

then crudely coded into four core categories and descriptions of each core category 

along with supporting quotes from the data were written. The core categories were 

then refined by re-reading the transcripts and a list of seven themes was developed. 

These themes were further refined to produce a total of fifteen sub-themes. This 

process of refining themes ensured that they were reflective of the data collected [19]. 

Definitions of each sub-theme were written along with supporting quotes from the 

data (see appendix F for detailed stage by stage analysis of data). 

To help ensure reliability and consistency of judgement [19] the researcher 

collaborated with participants. Each participant was sent a summary of the themes 

identified and supporting quotes from the transcripts (appendix G). Each participant 

was asked to provide feedback as to whether the emergent themes captured the 
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essence of the focus group content. Any feedback that suggested disagreement with 

any aspect of the analysis was considered and appropriate changes made where 

necessary. Emergent themes were also discussed in depth with the other research 

collaborators. 

Results 

The stages of analysis are represented in Table Three along with the number of 

participants whose comments were used to generate the stage three sub-themes. The 

sub-themes will now be discussed in detail under the broad headings of core 

categories. 

Table Three: Stages of analysis and emergent themes. 

Stage One:. Stage Two: Stage Three: n= 
Core Categories Themes Sub-Themes 

Barriers to Family Work Service related Resources 5 
Service philosophy 7 

Family related 
Engagement 7 
Secondary carers 2 
Famil tation 3 

Understanding of Brain Information needs Prognosis 3 
Injury Rehabilitation Rehabilitation process 5 

Misconceptions Miss-information 3 
Perceived roles 2 

Support Networks Support systems Support Systems 5 

Belief Systems Expectations Family expectations 9 
Team expectations 5 
Client expectations 3 

Cultural differences Cultural awareness 4 
implications for rehabilitation 2 

Ivey to transcript annotations: 

F1= focus group one; p= page number; L= line number; Letter = participant code 
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Barriers to Family Work 

The perceived barriers to collaborative work with families fell into two key areas, 

service related barriers and family related barriers. 

Service related barriers 

Resources: In terms of service related barriers to family work participants identified 

resource limitations such as inadequate funding, time constraints, geographical 

catchment area and general demands on the staff team and service as stumbling 

blocks to effective family orientated interventions: 

"it depends on staff availability, demands on the service and 

how much time" (F2, p6. L205. I) 

Service philosophy: Service philosophy was also seen as a potential barrier to family 

work. Both focus groups recognised the need for increased family involvement. 

However, a good deal of time was spent reflecting upon how service philosophy could 

prevent systemic working practice leaving the therapists feeling that their hands are 

tied. Consequently, such limitations could lead to considerable confusion over who 

actually should offer and conduct the family work in terms of job descriptions and 

perceived roles. Therefore it is often left up to personal choice as to the level of 

involvement one would have with families and carers: 

"do you know the poem, 'anybody, everybody, somebody, nobody'. So anybody thinks 

they can do it, everybody should do it, somebody should do it and nobody actually 

does" (F 1. p12. L477. A) 
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Family related barriers. 

Engagement: A number of family related barriers were also suggested by both 

groups. The family's motivation, availability and life demands may all influence the 

level of engagement achieved. For instance family members may well have taken a lot 

of time off work already as a result of the injury to their loved one or may experience 

difficulty finding appropriate childcare provision: 

"you are dealing with a family who may have been under an awful lot of pressure for 

a long time, financial, and like you say your asking them to commit to coming here on 

a regular basis" (F2. p10. L375. G) 

Secondary carers: The recognition that some family members may be forced into the 

role of secondary carers was also considered. In particular siblings, especially 

children, who already have a number of demands in their lives were seen to be 

particularly difficult to engage and at times may struggle with the responsibilities they 

are faced with: 

"the teenagers a lot of them are going through so much personally, then they are 

reluctant or just can't handle any more emotional overload" (F2. p4. L112.1) 

Family adaptation: Family involvement may also be reliant on the co-morbid home 

situation and whether patients actually want their families involved. There may be a 

number of fears associated to the initial shock of the injury that have created high 
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levels of anxiety for certain family members. Therefore, the level of adaptation to the 

situation may well influence engagement: 

"it is almost that patients and families have to be at a certain level " (F1. p3. L95. A) 

Understanding of Brain Injury Rehabilitation 

The families' understanding of injury and rehabilitation was discussed in terms of 

information needs and misconceptions held. 

Information needs. 

Prognosis: When and who should be responsible for explaining prognosis and 

recovery was discussed. Focus group one raised the issue of having to deal with the 

beliefs that had developed in the early stages of injury in the acute setting, suggesting 

that not enough information is provided early on leaving therapists with extra 

responsibility in terms of educating carers and other family members: 

"we have a legacy of what has happened in the acute sector as well and a lack of 

potential education about prognosis, length of stay... " (F1. p3. L100. C) 

Rehabilitation process: This included having to deal with the lack of information and 

understanding family members had about the rehabilitation process in general, further 

suggesting that, at times it can be difficult not to take it for granted that people 

possess the same knowledge base as yourself: 
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"because we work with head injury all the time, we forget that there is little 

understanding amongst lay people" (F2. pl. L9. J) 

Misconceptions. 

Mis-information: In addition to this lack of knowledge, participants also discussed 

the misconceptions some family members may hold as a result of being given mis- 

information, either by other family members or through misinterpreting the 

information they are in receipt of: 

"sometimes you get 'oh well uncle **** said this' and well that isn't 

exactly what I said to uncle ****" (Fl. pl9. L755. F) 

Perceived roles: This may lead to unrealistic expectations about the level of recovery 

expected prior to discharge from the service. The perceived roles of family members 

may also be influenced by any misconceptions they may hold. Some may see 

rehabilitation as separate from home life and underestimate their valuable contribution 

to the recovery process: 

" (rehabilitation) not being something they need to be a part of (F2. p2. L66. J) 

Alternatively, over involvement of family members was seen to be just as detrimental 

to the rehabilitation process. For example carers may find it difficult to stop doing 

everything they can for the injured family member, thus restricting the potential for 

increasing and encouraging independence: 
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"where the mother wants to do everything for the daughter" (F2. p9. L323, I) 

Support Networks 

There was a strong recognition that at times carers' needs might outweigh those of the 

patient. The relationship between having good support networks and improved 

prognosis was also considered. Participants suggested that it is not only the family 

who can provide valuable support, but also benefit can be seen from patients meeting 

others in similar situations and sharing their experiences: 

"the most positive thing I hear from clients here is about the support they gain from 

peers, you know just meeting other people who have similar experiences" 

(F2. pl 1. L408. H) 

Belief Systems 

A hotly discussed area of concern focused upon the beliefs held by families, and how 

these may help improve or impede recovery. Belief systems were seen to be strongly 

influenced by the expectations held not only by the patient and their family, but also 

by the team. Cultural differences and implications for rehabilitation services were also 

raised. 

Expectations. 

Family expectations: The expectations held by family members can at times be 

unrealistic leading to inappropriate and at times punishing approaches to the patient's 

progress and recovery. Family members may lose patience and adopt a more blaming 

attitude, suggesting that patients simply aren't trying hard enough: 
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"a lot of it is that people don't know what's realistic, what's achievable" 

(F2. p12. L427. G) 

Client expectations: Unrealistic expectations of clients may be fuelled by the attitude 

and beliefs of family members. However, beliefs may also be influenced by what the 

patients see going on around them. If they observe the progress of others in similar 

situations, then their expectations may be that they too will make the same level of 

recovery: 

"oh I will be walking with a stick by then, I'll be eating whatever, I think they 

always look to the best case scenario" (F1. p4. L156. B) 

Team expectations: The beliefs of patients and families may also be influenced by 

the beliefs of the therapists. Team expectations of clients can be high at times, which 

in turn can place increased pressure upon the patient and their families: 

"we have got a lot of expectation about our clients and their families" 

(F2. p10. L349. H) 

The key difficulty expressed across both focus groups was the need for patient, family 

and team expectations to be similar and not too far apart: 

"we need to understand what they want to achieve as well as them understanding 

the potential they can achieve" (F1. p20. L805. C) 
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Cultural differences. 

Cultural awareness: Belief systems may be embedded in family values and cultural 

background. Participants stressed the need to recognise that not everyone is the same. 

This raised the importance of having a wider cultural awareness: 

"it's about finding out about that person within the family context and 

not making assumptions" (F2. p9. L336. H) 

Participants further stressed the importance of finding out what family values exist 

and where the patient fits into these, stressing the importance of not trying to change 

people's religious or cultural beliefs just because they differ from your own: 

"but to mods something that's cultural, even if it doesn't work, you 

know we shouldn't touch it" (F1. p20. L781. E) 

Implications for rehabilitation: Participants from both focus groups suggested that 

cultural beliefs could have implications for rehabilitation, stating that perhaps such 

belief systems should take precedence over what we believe would benefit the patient. 

Even given what we as professionals know about brain injury rehabilitation, is it right 

to impose such ideals that may oppose the very cultural foundation of that family: 

"is that putting Western medicine, idea's onto people, because who is to say 

how, a family should operate" (F2. p9. L320. I) 
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Discussion 

A number of salient themes emerged from the two focus groups conducted. It is 

hoped that these themes reflect the narrative collected and therefore represent the 

personal experience and views of participants. The theme comprising "service related 

barriers" and "family related barriers" raises some interesting points. In particular, 

philosophy of the service in terms of models of practice and confusion over whose 

role it should be to work directly with families was explored in depth by both focus 

groups. Findings suggest some inconsistency between the beliefs of therapy staff 

working clinically and the working model adopted by service managers. This appears 

to have led to some confusion as to how family work can be conducted within the 

defined role of the therapist and who should take responsibility for such work given 

the expectations of service managers? 

The theme "information needs" is consistent with the findings of prior research [4,6, 

12] in that it identifies that families do indeed lack relevant knowledge about brain 

injury rehabilitation. However, the question of when educational information 

regarding recovery, prognosis and the process of rehabilitation should be provided 

raised further concerns as to who has the time to actually sit down and educate 

families about such things? This theme also identifies how misconceptions can be 

formed either through misinterpreting information received or through incorrect 

information being passed on by other relatives, again supporting past studies that 

suggest that misconceptions can lead to unrealistic expectations, such as the belief 

that once the injured family member is discharged from hospital they will be back to 

their old selves [15,22]. 
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The importance of support for patients and their families addressed by the theme 

"support networks" is also consistent with other studies [22,23]. This suggests that, at 

times the needs of family members may outweigh those of the patient, and can 

adversely affect recovery outcomes, highlighting the need for professionals to be 

aware of family functioning and specific needs to ensure they are able to provide a 

supportive environment for their loved one. In addition to this it can also be seen that 

support can be received from others in similar situations, suggesting the possible 

benefits of organised peer support groups. 

The theme describing expectations and cultural differences highlights how difficult it 

can be to co-ordinate family work; when the family, patient and rehab team all have 

differing expectations of each other regarding the rehabilitation process and recovery. 

Simpson et al [24] suggest that family co-operation and participation can be shaped 

by cultural beliefs, but equally services may be shaped in such a way that they 

exclude different cultures. The results of our study suggest the need for increased 

cultural awareness of professionals to ensure family belief systems do not have 

negative implications for the rehabilitation process or for the patient. 

Limitations of the study 

There are methodological limitations in relation to this study. Firstly, the findings 

reflect the experience and views of one regional rehabilitation service. Therefore it is 

difficult to generalise these findings to other services. It could also be argued that the 

qualitative design of this paper may lend itself to subjective interpretation on behalf of 

the researcher [25], although every attempt has been made to stay as close to the 

content of the narrative as possible. Furthermore, the focus groups are not truly 
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representative of the entire staff team as no nursing staff or therapy managers 

participated. It could be argued that nurses, who have the most contact with families 

given that they work during visiting times, were unintentionally excluded from the 

study. It could also be argued that managers may well be the very people best placed 

to implement family work, but were also absent from the focus groups conducted. 

A further limitation of this study is that it did not explore differences between groups. 

in particular the actual time of contact with families may differ between the two focus 

groups. The contact the in-patient group participants have with family members is 

often when family members are still experiencing shock and attempting to understand 

what had happened to their loved one. The contact professionals working in outpatient 

rehabilitation have with family members is at a much later time post injury. 

Therefore, some adjustment and level of acceptance would have taken place. 

Personal reflections 

It is important to recognise the influence that I as the first author may have had on the 

research process. I had previously worked for this rehabilitation service and therefore 

may have influenced the recruitment process, given that I was known to some 

members of staff. My familiarity with the service and staff team meant that 

facilitating the focus groups and throughout the process of analysis I had to be very 

mindful of my own views and opinions, attempting not to allow these to influence the 

narrative obtained or the process of analysis. I do however feel that the themes 

identified in this study are a true reflection of the participants experience. On a more 

personal note, I have come away from this study feeling frustrated by the fact that 
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staff appear to be trapped in a system that continually prevents them from working 

collaboratively with families. 

Clinical Implications 

This current study has a number of implications for brain injury rehabilitation 

services. In order that collaborative family and professional work be implemented 

successfully, services should consider resource availability. It would appear that the 

participants in this study would welcome the allocation of time and resources to 

enable a more family focused working practice. However, at present it would appear 

that time has to be made between their already busy schedules. This suggests that 

change needs to occur at a number of levels; at a management level to ensure 

employment contracts outline and allow for therapist time and training to work with 

families; at a macro level, given that the culture and the ethos of the National Health 

Service has historically been to focus on the patient and not to necessarily consider 

their family. 

The results of this study also suggest the need for teams to work closely together to 

ensure that any information gathered regarding pre-injury family functioning, beliefs 

and concerns are addressed early on in the rehabilitation process. In particular 

professionals need to be aware of cultural diversity and adapt services to ensure they 

meet the needs of a broader population of potential patients. Such considerations will 

not only impact upon the mental health and well being of family members, but may 

also directly influence recovery time and rehabilitation of the patient. 
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Further research 

Further research in this area may consider making comparisons across services in 

terms of barriers to and success with incorporating more systemic collaborative 

family working. Further studies may also wish to explore the relationship between 

cultural difference and uptake of rehabilitation services, to further our understanding 

of how best to provide input to those holding different beliefs from service providers. 
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CHAPTER THREE 

Living with a brain injured parent: 

A proposed model of adaptation to 

parental brain injury. 

Word count: 5127 (excluding tables, figures, references and raw data) 

All identifying features have been removed from this paper to ensure 

anonymity and confidentiality of participants. 
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Abstract 

Primary Objective: to investigate children's experiences of parental brain injury. 

Research Design: a qualitative study conducted by means of interviews. 

Methods and procedures: Interviews conducted with twelve children aged between 11 

and 18 years living at home with a brain-injured parent. Interview transcripts were 

analysed using Interpretative Phenomenological Analysis (IPA). 

Main outcomes and results: A number of themes emerged that reflected the narrative 

collected. These themes address the initial shock; period of adaptation and 

acceptance; beliefs about recovery; information needs; understanding about injury and 

rehabilitation; and views of the future. 

Conclusions: A preliminary model of adaptation to parental brain injury is proposed. 

Implications for brain injury rehabilitation services in terms of addressing the needs of 

children and suggestions for further research are discussed. 

Introduction 

McFarlane [1] describes brain injury as a "catastrophic and life altering experience" 

(p13). Survival following brain injury has improved due to recent advances in 

surgical, neuropsychiatric and rehabilitative care. This has led to an increase in the 

number of people who are living with any number of impairments as a result of injury 

to the brain [2]. Damage following traumatic brain injury can be diffuse or localised, 

therefore survivors may experience a range of emotional, physical, cognitive and 

behavioural difficulties. Such impairments can inevitably have a major impact on the 

injured individual's work, leisure and social life [3]. This in turn can impact upon the 

individual's family functioning [for reviews see 4-6], with changes in personality and 

emotional lability having the greatest effect on relatives [7]. The awareness of the 
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long-term difficulties faced by both the individual and their family [8] has led to the 

recognition that service providers need to be considering adopting more family 

focused approaches to rehabilitation [for a review see 9]. 

Family members and friends play a crucial part in supporting and shaping the quality 

of life patients will have post injury [10]. Family members may spend long hours 

caring for the patient often with little appreciation or acknowledgment [10]. The 

brain-injured relative may seem like a stranger as a result of their impairments, 

leading to frustration and confusion for loved ones. It has also been suggested that the 

family's ability to cope and provide support to the injured family member may impact 

on the patient's rehabilitation outcomes [1 l ]. 

Immediately following injury, family members may experience a period of initial 

shock and grief [12] and may form unrealistic expectations or beliefs regarding 

recovery [13]. In the long term family members may be adversely affected for many 

years after the occurrence of injury, especially partners [14-15]. It has also been 

suggested that the levels of stress experienced by family members can increase due to 

the patient's dependence upon them [16]. 

Spanbock [12] suggests that families go through five stages of adjustment following 

brain injury to a close family member. Initially they experience a state of shock. At 

this time they will feel angry, confused and helpless. The next stage is one of elation, 

where family members experience feelings of hope and optimism as the injured 

family member moves out of medical danger. The long-term consequences of the 

injury begin to be recognised at the reality stage where family members begin to 
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realise that impairments may be permanent. The permanence of deficits can be 

difficult for the family to endure and can send the family into crisis. It is at this stage 

that family members begin to contemplate the future and seek professional advice. 

The final stage is that of mourning and redefining the relationship. Family members 

begin to accept that the patient's former self may not fully return. They then begin to 

mourn their loss. However, this model of adjustment is purely drawn from the 

author's clinical practice and not based on empirical research findings. 

Powell also suggests a five-stage model of family emotional reaction to injury, 

describing the experience as "an emotional roller-coaster, where emotions can rise 

and fall as expectations soar and plummet" (p139). The five stages of emotional 

reaction suggested are Shock, Relief, Hope, Realisation and Acceptance. However, 

Powell stresses the cyclic nature of this model, in that relatives' emotions can change 

from one day to the next, given the slow and unpredictable recovery process. 

During this grieving process and beyond family members will often have to take on 

extra responsibilities regarding household management. This can cause difficulties in 

assuming roles outside of the immediate care-giving situation often resulting in a 

reduction in work, leisure and social activities [14]. Such changes in family roles and 

responsibilities can lead to feelings of anger, frustration and ultimately lead to 

associated mood disorders such as depression. On a more practical note, families can 

experience serious financial difficulties as a result of either the brain-injured parent's 

inability to return to work and/or the non-injured parent's need to fulfil the full time 

carer role. 
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It is often the spouse or the parent(s) who take on the role of primary caregiver [7]. 

Consequently much of the research on family burden and coping after brain injury has 

concentrated on the needs of partners and parents [18-20]. In a review of the literature 

Perlesz, Kinsella & Crowe [6] suggest the need for further research that explores 

family adaptation to brain injury, in particular the impact on secondary (children or 

other siblings) and tertiary (friends and extended family) caregivers. In particular 

relatively little is known about the impact parental brain injury has on the children of 

the brain injured parent, and even less is known about the impact this can have on 

adolescents, who may well be experiencing many other challenges as they approach 

adulthood [21-22]. 

Lezak [23] suggests that parental brain injury brings a sharp reduction in the attention 

children receive from family members. Children may find themselves ignored or even 

abused by the injured parent who is becoming increasingly aware of their own 

dependence on others [10,24]. Children may also find themselves neglected by the 

non-injured parent who may struggle to run the family single-handed. As a result, in 

the early stages of injury the uninjured parent may be unable to support the child in 

their grieving, especially as they too are still grieving themselves. In addition to this 

the uninjured parent is often faced with the decision whether to take on the role of 

carer or leave the marriage in order that a better life can be had for the spouse and for 

their children. Studies do suggest that the greatest disruption the child faces following 

injury to a parent is the increased likelihood of marital conflict, separation and divorce 

[10,25,26]. 
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A limited number of studies have investigated the effects of parental brain injury on 

the behaviour of both the parent and the child. Pessar, Coad, Linn & Willer [27] 

explored the frequency and nature of psychological and behavioural problems that 

children experience following brain injury to a parent. A total of 24 married couples 

took part in the study representing 52 children. Uninjured parents were administered 

questionnaires that provided information on their perception of change in their child's 

behaviour and behavioural changes in the injured parent that might influence 

parenting ability. The results of this study found that 22 of the uninjured parents 

described their children as having increased behavioural, emotional or relationship 

problems. The study also found that negative changes in parenting performance 

demonstrated by the injured parent led to children being less loving and more 

avoidant of them. The results of this study also show that depression of the uninjured 

parent can lead to poorer parenting performance of both parents and correlates highly 

with many of the difficulties experienced by children. These researchers therefore 

suggest the need to consider the presence of depression in both parents when 

considering behavioural reactions of children. However, the results of this study are 

based on the parents self-reports and did not incorporate any data obtained directly 

from the children. 

Uysal, Hibbard, Robillard et al [28] examined the parenting skills of individuals who 

had suffered a traumatic brain injury (TBI) and their spouses; the effects parental TBI 

has on children; and the effect TBI has on levels of depression reported by all family 

members. Assessments were administered to parents and children. The results of this 

study suggest that parents with TBI demonstrated differences in parenting 

performance compared to parents without TBI. Spouses of individuals with TBI also 

76 



differed in parenting style compared to spouses of individuals without TBI. The study 

did not find support to suggest that children of parents with TBI would present with 

greater frequency of behavioural problems. However, they do suggest that these 

children are at greater risk of depressive symptomology compared to the control 

group. The study also found that both the injured and non-injured parent reported 

higher levels of depressive symptoms when compared with parents without TBI. The 

conclusion was that parental brain injury can have consequences for all family 

members. A limitation of this study is the broad time range since parental injury of 

between 2 to 39 years, with a mean time post injury of 9.3 yrs. Therefore, in some 

cases injury to the parent would have occurred prior to the child's birth. This makes it 

difficult to determine if behavioural problems or symptoms of depression presented 

by children were directly associated to the parent's injury and not due to other factors. 

Only one qualitative study to date has attempted to address the child's experience of 

parental brain injury. Butera-Prinzi and Perlesz [24] adopted a phenomenological 

framework attempting to gain an understanding of what the experience had been post 

parental brain injury for a sample of four children aged between 7-12 years. 

Interviews with the children were conducted and themes developed that emerged from 

the data. Children reported feeling excluded from the information giving process and 

having little if any contact with professionals. The children further reported 

experiences of initial crisis, feelings of ongoing loss through being faced with a father 

who has changed and grief for a number of years post injury. This study suggests that 

these children were finding it difficult to mourn their loss, especially as their parent 

was still alive and therefore posed a constant reminder of how things used to be. As a 

result children had not talked openly about their own feelings, therefore prolonging 
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the grieving process. These authors conclude that professionals and policy makers 

need to address the needs of dependent children as well as those of the patient and 

primary caregiver during the rehabilitation process. However, these findings are 

based on a rather small sample of children within a narrow age range whose fathers 

had suffered brain injury. 

To date it would appear that few studies have explored the experience of children 

living with a parent who has suffered brain injury. To the knowledge of this author, 

no attempt as yet has been made to develop a model of the stages children may go 

through in terms of grieving, emotional reaction and adaptation. Furthermore, studies 

have not directly addressed the needs of children with respect of what professionals or 

rehabilitation services may be able to do to help them adjust to the losses and trauma 

experienced. 

The current study: aims and research question 

This study aims to address the lack of research on the experience of parental brain 

injury. More specifically it attempts to understand the experience of children aged 

between 1 landl8 years, classed as adolescents. The study aims to propose a 

preliminary model that identifies the stages children go through during and following 

parental brain injury. Such a model may help identify the specific stages of emotional 

reaction and adaptation experienced and during what stages rehabilitation services 

may be best suited to intervene. 
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The research question considered for this study was: are there identifiable stages of 

adjustment and adaptation that children go through following brain injury of a parent 

and if there are at what stage should service providers intervene? 

Method 

Design 

A qualitative research design was used in this study in order that the researcher could 

gain an understanding of each participants lived experience without restricting the 

narrative through structured questions and answers. Semi-structured interviews were 

conducted with each participant that explored their experiences of parental brain 

injury. Interpretative Phenomenological Analysis (IPA) was used to analyse the 

transcripts of interviews. IPA is phenomenological in that it seeks to explore how 

individuals make sense of their personal and social world. IPA takes both an empathic 

and questioning interpretative stance in attempting to understand the view of the 

participant and to identify any leakage of information that may be less obvious to the 

participant. IPA also recognises the dynamic process of research and therefore realises 

that interpretations of data will be influenced by the researchers own conceptions 

[30]. 

Participants 

The participants for this study were recruited through a regional brain injury out- 

patient unit. Inclusion criteria stated that participants should be between I1 and 18 

years old; injury would have occurred at least six months prior to interviews being 

conducted; the injured parent would have either attended or be attending the out- 

patient rehabilitation service; and children should currently be living at home with the 
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injured parent. Children were excluded from the study if the injured parent already 

had a disease or disorder that required care pre-brain injury; if the parent had any 

mental health difficulties pre-injury that meant they had been cared for in some 

capacity already; and if the child's first language was not English. 

Fifteen children who fulfilled the inclusion criteria were approached. Out of those 

approached twelve agreed to be interviewed, of which nine were boys and three were 

girls. The mean age of those interviewed was 16 years with an age range between 13 

and 18 years. The mean length of time post brain injury of parent was 26.5 months, 

with a range of 12 months to 4 years and 2 months. Cl + C2 and C9 + C10 were 

brother and sister, C5 + C6 and Cl I+ C12 were brothers. Six of the injured parents 

were fathers and three were mothers. All the injured parents were experiencing a 

range of cognitive deficits but were independent in self-care and mobile with mild to 

moderate physical impairments. Table one gives information about participants and 

information about time and type of injury sustained by parent. All three of the 

children who did not wish to participate in the study were girls living at home with an 

injured mother. 

Semi-structured interview schedule 

A semi-structured interview schedule was designed to elicit views and experiences of 

parental brain injury (appendix H). The open-ended questions were devised 

deductively from a search of the relevant literature. After the first interview was 

conducted and analysed to produce meaningful themes, the interview questions were 

then modified to reflect these emerging themes [29]. 
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Table One: Child and Injured Parent Information 

CODE Age Gender Which Age of Time Details of 
parent? parent Since Injury 

years injury 
Cl 13 F Father 44 20 mth's Fractured 
C2 18 M Skull 
C3 18 F Father 47 18 mth's Subarachnoid 

Haemorrha 
18 M 

ge 
Father 51 4 yrs 2 Subarachnoid 

mths Haemorrhage 
C5 16 M Father 53 16 mth's Fractured 
C6 14 M Skull 
C7 13 M. Mother 44 12 mth's CVA 
C8 18 M Mother 44 34 mth's Subarachnoid 

Haemorrhage 
C9 17 F Father 45 4 yrs Stroke 
C10 16 M 
C11 14 M. Mother 36 14 mth's Subarachnoid 
C12 17 M Haemorrhage 

Mean 16 45.5 26.5 
mth's 

Procedure 

The aims of the study were presented to the inter-disciplinary team working at a 

regional brain injury rehabilitation out-patient service. Staff were asked to consider 

the recruitment criteria and given detailed packs to pass on to suitable clients. These 

packs contained information sheets for the family to read and information sheets for 

the children (appendix I). The pack also contained consent forms requiring the 

signatures of a parent and the child agreeing to be interviewed (appendix J). Those 

wishing to participate were contacted by the researcher to arrange a time convenient 

to conduct the interview. 

All interviews were conducted in the family home. Participants were given the choice 

of either having a parent present at interview or a chaperone (a member of staff from 

81 



the rehab unit); this was in response to the local ethics committee recommendations. 

Interviews lasted between 30-60 minutes and were tape recorded for transcription at a 

later date. Participants were reminded about confidentiality and anonymity of 

information collected prior to interview and then again during a debriefing session 

after the interview. 

Interviews were then transcribed and anonymised by the researcher. The taped 

interviews were kept in a locked filing cabinet at the regional rehabilitation centre. 

Analysis 

Interview transcripts were analysed using IPA. The process of Interpretation of the 

data followed the steps recommended by Smith et al [29-30] (See Appendix K for 

sample of transcript): 

Step 1: Transcripts were read a number of times and the left hand margin of 

the transcript was used to record anything of interest about the 

participant's narrative. 

Step 2: The right hand column of each transcript was then used to record any 

emerging themes. 

Step 3: The emergent themes of each transcript were recorded and connections 

between them were identified to form clusters of themes. At this stage 

themes that did not cluster were dropped. Transcripts were discussed in 

detail between each of the authors to ensure agreement on the themes 

and clusters identified. 

Step 4: Major themes that captured the essence of the clusters produced in step 

3 were then devised. 
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Step 5: Each transcript was re-read to ensure the researcher had not missed any 

data that may fit into the major categories. 

Through the process of analysis a number of recurrent themes were identified, leading 

to the development of nine major themes (see table two). 

Table two: major themes, emergent recurrent themes and number of participants 

whose narrative led to development of emergent themes (n) 

MAJOR THEMES RECURRENT THEMES 
& No of participants 

Initial Shock Emotional impact (2), Shock(8), 
Realisation(s), Initial fears(5), Turning to 
God(]) 

Impact on the Child Hopelessness(5), Bottle up feelings(8), 
Need to be near(6), Reliability of 
parent(2), Feeling forgotten(]), Shattered 
dreams(1), Behaviour(s), Impact on 
schooling(S) 

Period of Adaptation Strength of relationships(8), Changing 
roles(6), Responsibility(9), Sacrifice(7), 
Support from family(6), Support from 
school (2), Support om eers(7 

Acceptance Making allowances(S), Accepting 
impairments(8), Take things day by 
day(2) 

Beliefs about Recovery Positive view(s), Slow process (1), 
Expectations(8) 

Information Needs and Provision Trying to forget(3), Don't want to 
know(]), Shielded from information(]), 
Information handed down(s), Input from 
pro) professionals(9) 

Understanding of Injury and Prior experience/knowledge(3), 
rehabilitation Rehabilitation at home(3), Perception of 

rehabilitation(9), Understanding of 
Injury (6 

, Frustrated by deficits(3) 
Period of Reflection Life not perfect(2), reality of life(3), 

Feeling guilty (1), Duty(2), Regret(]), 
Time is a healer(2), Could be worse(2) 

View of the Future Giving something back(]), Future 
ambitions(2), Change of heart(]), 
Concerns(3 

, 
Make the most of li e(2) 
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These major themes capture the experience of those interviewed (see appendix L for 

detailed listing of major themes, their composite recurrent themes and supporting 

interview extracts). For the purpose of this report master themes will appear in bold 

type and abstracts from interviews will be in italics and are followed by participant 

identifiers and line number of transcript (e. g. C1,57). 

Initial Shock 

The first major theme reflects the initial experience and impact of parental brain 

injury on the child. A majority of the participants described a period of initial shock: 

"and it was just like, I just sat there" (C2,121). 

This shock turned to fear for some as they began to think about the severity of the 

injury and what the possible prognosis might be: 

"1 was thinking stupid stuff like is he going to come back again? " (Cl, 95). 

These feelings of shock and fear invariably impacted on the child's emotional state. 

Eventually the shock experienced settled down to allow for a slow realisation as to 

what had happened to their parent and of how little control they had in terms of 

helping them get better: 

"you realise that he might not get better, might not ever drive again, might not have 

the same opportunities" (C10,42). 

As this stage of realisation emerged children began to find ways of coping that 

strengthened any beliefs about recovery, for instance C3 turned to her beliefs and 

religion: 

"the only person we could go for help is God right now, so we started praying" 

(C3,248). 
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Impact on the Child 

Specific factors that had an impact on the child were identified. Some of those 

interviewed experienced feeling hopeless and lost: 

"like you can put a plaster or a bandage on, but you can't put anything on my dad's 

head, because there is nothing you can do about it" (C 1,341). 

One participant felt forgotten: 

"I am constantly frustrated by certain people in the family who have 

forgotten who I am " (C4,46) 

Many felt unable to share their thoughts and feelings through fear of either causing 

further upset to the family or drawing unwanted attention to themselves: 

"because you get people sort of feeling sorry for you and stuff like that and that's a 

bit uncomfortable at times" (C7,43) 

Some of the children expressed how hard it is to be apart from the injured parent, 

expressing a fear that they needed to be close in case of further complications: 

"he would be in bed and I would think do I leave him or stay with him " (C2,527) 

Another important issue raised by some of those interviewed was concerned with 

schooling and behaviour. These children reported that initially school work and 

attendance had been disrupted: 

"I didn't want to go into school so I went into hospital instead" (C7,73) 

A number of the children further suggested that their behaviour had been cause for 

concern, 

"I used to mess around a bit" (C6,110) 

However, behavioural difficulties only appeared to present at the early stages of 

injury and seemed to reduce as the children began to adapt to their parents injury. 
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Period of Adaptation 

The initial trauma experienced by the family and the direct impact the injury had on 

the child's life, ultimately led to a Period of Adaptation. During this time many of 

those interviewed reported experiencing a number of changes to their role within the 

family and the roles of other family members: 

"so instead of supporting me, now he needs support" (C4,90) 

Others remarked on how the level of responsibility expected of them had changed: 

"I have to do a bit more sort of to help mum and she has to rely 

on us a bit more" (C7,3) 

The child's ability to cope during this period of adaptation was dependent upon the 

support they received from family and friends, with children often opting to talk to 

friends or family members as oppose to engaging with professionals: 

"I didn't really want to speak about it with anyone else, 

just friends and family like" (C6,189) 

A greater emphasis was placed on the support gained from peers as oppose to support 

received from other networks: 

"I spoke to a couple of my close friends about it" (C7,188) 

Schools were also mentioned as a source of support. In particular two of the children 

mentioned that they had been offered, and had accessed, mentoring or counselling 

services which they reported finding useful in terms of talking over their thoughts and 

feelings: 

"I went to this group that they had, which was quite good really. Because I could 

discuss what was on my plate whatever, in confidentiality" (C10,68) 

Ultimately adaptation for many led to a strengthening of relationships with peers and 

family members: 
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"all of us got strong for my dad " (C3,211) 

However, adaptation also involved children making and accepting a number of 

sacrifices to ensure positive change: 

"yes we do kind of need help but at what cost, it's like you got the help in 

exchange of freedom " (C4,18). 

Acceptance 

This theme emerged as participants discussed how they have come to terms with and 

accepted their parent's injury and impairments: 

"you have just got to learn to accept it" (C10,35) 

Acceptance involved making a number of allowances dependent on the impairments 

presented by the injured parent: 

"we can't like talk very loud" (Cl, 6) 

For two of those interviewed, it was considered best to take each day at a time: 

"you can't predict what he will be like everyday" (C2,16) 

This theme appears to suggest that acceptance may be dependent upon the 

expectations held by the child regarding speed of recovery and potential prognosis. 

Further implying that acceptance also relies on the child's ability to make allowances 

to accommodate the injured parent's impairments. 

Beliefs about Recovery 

A number of those interviewed held very positive beliefs about recovery: 

`7 do try to be more positive about things, I think she will be like a 

lot more back to normal " (C7,297) 
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However, such beliefs appear to be strongly influenced by the expectations held by 

the child, with some holding realistic beliefs about recovery: 

"not back to how he used to be, just a lot better than he is now" (C6,178) 

Others held more unrealistic expectations that appeared to stem from assurances 

offered by others, in particular their close friends 

"they (peers) were very supportive, they made me understand that he would be fine 

and he will be himself eventually" (C3,158). 

Only one of the participants gave an indication that they recognised and accepted that 

recovery would be a slow process. Even then they held high expectations for the 

future: 

"it's not going to change from day to day" (C2,67) 

Information needs and provision 

Beliefs about recovery were strongly influenced by the child's information needs and 

provision. Three of those interviewed expressed a wish to be left alone so that they 

could try and forget about the ongoing difficulties faced by the family: 

"so I was actually taking, answering everyone's questions like how's dad etc, when 1 

was actually trying to forget him " (C2,53) 

Further stating that talking about the injury can make things worse: 

"because it sort of makes it worse for you, because you think 

about it more and stuff' (C7,49) 

This has implications in terms of information provision in that children were 

somewhat reluctant to engage with professionals: 

"I don't feel like I need to know anything else" (C9,301) 
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Instead children seemingly preferred to gain information second hand from other 

family members: 

"my dad always sort of relayed the information " (C7,218) 

However, interviewees also reported that they were seldom approached by 

professionals or offered any form of support directly from services: 

"I got cut completely out of the loop" (C4,290) 

One participant reported that the information she did receive from family members 

was minimal, stating that she felt her family were trying to shield her from 

information that may upset her: 

"my older brother didn't tell me much because he thought 

I would get upset" (C3,91). 

Understanding of Injury and Rehabilitation 

This theme emerged as participants expressed their perception of rehabilitation. 

Interestingly, many of the children interviewed perceived outpatient rehabilitation as 

being like a school or college: 

"English, computers, woodwork, so I imagine it as a school" (Cl, 263) 

Many also saw rehabilitation as something that was separate from home life: 

"1 don't want to know the specifically what he does, 

just as long as it works" (C2,306) 

Three of the participants also appeared to have little understanding regarding 

cognitive strategies that, if incorporated in the home, could assist the injured parent's 

day to day functioning. For example, when discussing her father's diary (a simple but 

effective tool to help with everyday memory problems), one of the children stated: 

"1 think that if it's his diary then it should be for himself' (Cl, 392) 
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When discussing the actual injury, some did have a good understanding of brain 

injury: 

"I already knew a bit about what he had, it was mainly like a vertebra broken and a 

brain damaged skull" (C5,115) 

There was even some suggestion that certain television programmes had helped them 

understand what had happened to their parent and gave them some insight into 

possible prognosis: 

'7 had sort of some idea, because I know it sounds silly but I have seen 

it on the TV and stuff' (C7,131) 

However, those with limited understanding expressed that at times they would 

become rather frustrated by the injured parent's deficits and therefore found it harder 

to be empathic toward them: 

"he has gone from someone who was active and hard working to 

someone who is lazy" (C4,124) 

Period of Reflection 

The eighth major theme describes a Period of Reflection that some of the children 

appear to have experienced. Adaptation and acceptance of their parent's injury 

sometimes resulted in a change of philosophy to life. Two of the participants 

described their realisation that life is not always perfect: 

"before everything used to go my way in the end... we were like superheros because 

apart from the occasional thing that went wrong, everything went our way" (C4,317) 

Leading to further reflection on the reality of life: 

"being indestructible isn't fun if your world can come crashing 

down around you" (C4,337) 

90 



Some expressed feelings of guilt and regret: 

"ifl could wind back the clock, I sure as hell would" (C4,1S2) 

While others took on a more responsible role in the family due to a sense of duty: 

"he's helped me so I help him" (C5,154) 

This period of reflection for two of the children resulted in an acceptance that things 

could have been worse: 

"there was one woman there who was brought in with a stroke, and then when she 

was brought in she had another stroke, so I fell grateful that at least that didn't 

happen", (C7,414) 

And a belief that time is a healer. 

"well, it's been hard, but as time has gone on it has got better" (C5,350) 

View of the Future 

This theme encompasses the participants concerns that brain injury can happen at 

anytime to anyone: 

"it can happen to anyone... just hope it don't happen to anyone else" (C6,212) 

And more specifically concerns about the injured parent's future: 

"because, what's going to happen when erm, when I'm not here" (C4,99) 

The impact the injury has had upon the future ambitions of some of the children was 

discussed, one mentioned going to university: 

"it depends how mum is and if dad can cope with it " (C7,318) 

One of the younger children felt that given the help and support her father had 

received from the health service, she would like to give something back: 

"1 want to do the same as other people, thinking that I can help 

them to get better" (Cl, 308). 
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Two of the participants discussed how their parent's injury had made them reflect on 

how unpredictable life can be and as a result had adopted the attitude of making the 

most of life: 

"you might as well make the most of it while you can. You never know you 

could end up the same way, so just have a good time" (C10,142) 
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Preliminary Model of Adjustment 

The major themes developed from the interviews conducted suggest a pattern of 

adaptation that each child was either moving through or had moved through. This 

pattern of adaptation can be represented in a preliminary model to help identify the 

specific stages children experience after parental brain injury (see Figure One): 

Figure One: Preliminary model of children's adaptation to 
parental brain injury. 
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The model explained 

It can be seen from the analysis of the data collected that children experience a stage 

of initial shock. This stage appears to exist up until the injured parent is stabilised and 

some level of recovery has begun. Once this shock begins to sub-side the child then 

starts to recognise the direct impact the injury has had on the family functioning and 

for them personally. There then follows a period of adaptation which children may 

revisit dependant upon their beliefs about recovery and understanding of brain injury. 

Once the child is able to adapt and come to terms with the parent's injury, they can 

then begin to accept their current situation and the many changes and sacrifices that 

have been made. The move toward acceptance may rely on children possessing both 

realistic and unrealistic expectations about recovery and prognosis. Therefore, the 

child who has unrealistic expectations may struggle to remain at the acceptance stage, 

and will therefore continue to have changing beliefs and understanding about brain 

injury and recovery. Once children reach the acceptance stage they often begin a 

period of reflection and maturity. It is now that they will begin to re-evaluate their 

lives and attempt to make sense of their situation. This period of reflection will have 

some influence on the child's thoughts of the future. As the child matures and 

contemplates future events then their beliefs, understanding of injury and level of 

acceptance may change, further impacting on the child's life, requiring further 

adaptation, evaluation and acceptance. 

However, we need to recognise that children's emotions may change from day to day, 

especially as recovery can be a slow process. Therefore, we need to consider the 

cyclical nature of this model. 
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Discussion 

Recent literature that explores family functioning after brain injury has tended to 

focus on the needs of primary caregivers [18.20]. The results of this study recommend 

that service providers need to move away from seeing the patient and primary 

caregiver as the key parties who the injury will impact upon and begin to recognise 

the specific needs of secondary carers, such as children of the injured family member. 

The themes identified in this study suggest a number of stages children may go 

through while adapting to and accepting the injury to their parent. Consistent with 

findings of other studies that focus on adult adaptation to brain injury [12,17,24] all 

those interviewed experienced an initial stage of shock. Following the initial shock 

stage the direct impact injury had on their lives was then considered. Participants 

reported feeling forgotten and unappreciated. Such feelings led to a level of 

withdrawal that caused them to bottle up their feelings, choosing only to share their 

thoughts with close friends. This may be seen as a reflection of the parenting 

performance of both parents as suggested in other studies, whereby the uninjured 

parent is so involved in caring for the injured parent they have little time to give to 

their children [27,28]. It could also be the case that children believe they have to put 

a brave face on the situation, and therefore choose to remain silent. 

This study also found some support for the suggestion that children of parents with 

brain injury will present with a higher frequency of behavioural problems [27]. 

However, such behaviours appear to be short lived as the child adapts to the situation; 

assumes a new role and responsibilities; and begins to form beliefs and increased 

understanding about recovery. 
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Studies have found that children report feeling excluded from the information giving 

process [24]. The children interviewed in this study however, stated that although they 

did feel excluded from information provision by professionals, they actually did not 

want any more information than what was offered second hand by close family 

members. This remained so even though some of this information may be censored to 

prevent further upset of the child leading to the formation of unrealistic expectations. 

Therefore, professionals need to be aware of when information provision may be 

appropriate and manageable for the child. There is also the need to consider the 

important role unrealistic expectations may have for children in terms of coping, and 

not immediately think such beliefs should be challenged with the facts. 

Throughout each interview one could not fail to recognise the sense of positivity of 

each child. Participants appeared to be able to reflect upon and access their feelings to 

ensure a clear account of their experiences. In particular it was interesting to hear how 

they had seemingly re-evaluated their perspectives on life and how this had influenced 

their beliefs about the future and life in general. 

Limitations of the study 

There are a number of limitations of this study. The relatively small sample size and 

age range of participants makes it difficult to generalise the results to all children who 

experience parental brain injury. However, given the small sample it was possible to 

conduct in-depth interviews that may be a more accurate reflection of the experience 

than would have been achieved using more quantitative methods of enquiry. The 

qualitative method of analysis adopted may be influenced by the researchers own 
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subjective views and agenda, although Smith et al [29,30] does recognise that the 

results obtained from such enquiries are the researchers interpretation of the 

interviewee's interpretation of events (see chapter four for further consideration of 

these issues). It may also be argued that the method used may not have been 

appropriate given the age range, as IPA relies on the articulation and reflective ability 

of those interviewed. However, this was considered early on and was one of the 

reasons why the participant criteria only considered 11 to 18 year olds. 

Personal reflections 

There are a number of questions that I as the first author have reflected upon in 

relation to this study. I feel that being male may have impacted on the process of 

conducting this study. I wonder if the ethics committee would have made the 

requirement for a parent or chaperone to be present at interview if I were female? I 

also wonder if more girls would have agreed to participate if it had not been a man 

conducting the interviews? I also wonder if my own preconceived beliefs and ideas 

about parental brain injury could have, at least initially, influenced the dynamics and 

focus of interviews. I entered into this research domain believing that the reports 

obtained from children would be very distressing and negative, and that these children 

would have been in desperate need of interventions from services. The reality was 

quite the opposite. In many ways the children radiated a strong sense of positivism, 

strength and resilience in terms of relaying their personal accounts and experiences 

which in turn gave me a sense of hope for their future. 
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Clinical Implications 

The proposed model of adaptation to parental brain injury has a number of 

implications for rehabilitation services and the education sector. Through identifying 

specific stages of adaptation we can begin to understand where and when 

professionals may need to intervene and what support or information children actually 

require during each stage (see figure two). 

The results of this study suggest that during the impact on the child stage children are 

more likely to experience behavioural problems and performance at school may 

suffer. It is at this stage that teaching staff may be best placed to intervene, in terms of 

offering the child a listening ear so they can express their thoughts and fears without 

being judged or lectured to. However, healthcare professionals may need to wait until 

the child reaches a level of acceptance before providing any direct support or 

information about the injury, as children appear to be content with the information 

they receive indirectly via close family members during the period of adaptation. If 

the child finds it difficult to move beyond the period of adaptation to the acceptance 

stage or becomes distressed while in the reflective period, then they may require 

further support, possibly from psychological services. 
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Figure Two: Proposed model of adaptation showing stages at which appropriate 
intervention may be most effective. 
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expectations and achievements. Perhaps the most important and necessary line of 

enquiry future research may take is to identify the specific expressed needs of 

children? If the proposed stages of adaptation do indeed exist, then what do children 

need in terms of support and information at each stage? The more that can be found 

out about the child's experience of parental brain injury the more service providers 

can begin to consider the best way forward in terms of interventions that include all 

family members. 
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Abstract 

This paper documents the first author's experience of conducting two qualitative 

empirical papers as part of his doctoral thesis. Specifically it highlights a number of 

ethical and methodological concerns associated to conducting focus groups and 

interviewing children. The first author's personal account and reflections in relation to 

each of the two research studies are also presented. 

Introduction 

This paper will focus on the first author's experiences of conducting two qualitative 

research studies as part of his doctoral thesis in clinical psychology. Its content is 

more honed toward personal expectation, experience and reflections. As a result I 

have opted to use the first person in writing this review. This reflective paper provides 

a space to discuss ethical and methodological concerns and considerations in greater 

depth than the empirical papers would permit. It also allows for a more personalised 

account of the data collection process and the opportunity to evaluate outcomes in 

comparison to original expectations held prior to conducting each research project. 

The paper will be divided into two sections that discuss each of the research papers in 

turn. Section one will explore the experience of conducting focus groups with therapy 

staff for the study "Working with families affected by Brain Injury: The views, beliefs 

and experiences of professionals providing rehabilitation services for acquired brain 

injury. " In particular the selection of participants and the motivation behind 

participation will be discussed. Section two will discuss issues relating to the 

empirical paper "Living with a brain injured parent: A proposed model of adaptation 
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to parental brain injury", focusing upon ethical considerations and personal reflections 

around interviewing children about parental brain injury. 

About the author 

I worked in neuro-rehabilitation for a number of years prior to beginning my clinical 

training. This provided me with the opportunity to gain first hand experience working 

with children and adults presenting with a range of neurological injuries and 

associated impairments. Whilst working in this field I also completed a number of 

research projects, including a thesis as part of my MSc in Health Psychology. This 

thesis evaluated a family therapy programme set up and facilitated by me at a regional 

brain injury rehabilitation unit. While conducting this research it became apparent that 

the family members we came in contact with often received little outside help and the 

needs of family members other than the primary caregiver, such as children, were 

very seldom considered and under researched. A further outcome of this study 

suggested that the literature base on the impact of brain injury on families relied on 

data collected from family members. Consequently little is known about the 

pragmatics of providing families with support from the perspective of professionals 

working in the field. Such gaps in the existing research literature therefore inspired 

the two papers under discussion. 

Section One: Conducting Focus Groups 

This section will explore the ethical and methodological issues faced while 

conducting the study "Working with families affected by Brain Injury: 
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The views, beliefs and experiences of professionals providing rehabilitation services 

for acquired brain injury. " In particular it will explore the arguments for and against 

participants being familiar with each other and the facilitator of the group. 

Ethical and Methodological Issues 

Focus groups have become an increasingly popular approach used by social science 

research (Wilkinson, 2003). However this approach is not without its methodological 

debates. One debate within the literature on focus group methodology concentrates on 

participant selection. The focus groups conducted as part of this researcher's 

dissertation consisted of therapy staff working on inpatient and outpatient 

rehabilitation wards. It was decided that two focus groups would be conducted that 

grouped participants together with their colleagues within interdisciplinary teams. 

Therefore, all those who took part from the outpatient team were invited to attend one 

focus group and those from the inpatient team the other group. Some researchers 

suggest that ideally participants should not know each other and groups should 

therefore be naturally occurring (Hyden & Bulow, 2003). However, others suggest 

that the use of pre-existing groups can be beneficial (Kitzinger, 1994). In particular 

colleagues can identify with each other's shared experiences within their working 

lives (Kitzinger, 1995). In terms of this study, it would have been extremely difficult 

to recruit participants to focus groups who did not know each other given the 

interdisciplinary approach adopted by the service. On reflection I feel that because of 

their familiarity with each other, participants were able to engage in the group process 

quickly and easily, with participants welcoming the space to discuss the issues raised 

by fellow colleagues. However, we cannot be sure what would have happened if I had 

not used pre-existing groups. 
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The use of pre-existing groups raises other methodological considerations. Hydon and 

Bulow (2003) pose the question who are the participants actually representing in the 

focus group? Suggesting that researchers need to be aware that participants comments 

may be reflective of personal views; the views they hold as part of a professional 

discipline; or representative of the role they have in the focus group itself. These 

researchers further suggest that participants may shift positions throughout the focus 

group discussion. This therefore needs to be considered when researchers attempt to 

interpret and analyse data. One needs to consider whether the views being expressed 

are personal or political, are they representative of the entire team or just those who 

belong to the same disciplines? We also need to consider our own beliefs and to what 

extent our role of facilitator can influence the group dynamic (Smithson, 2000). 

A further methodological and ethical dilemma to consider with respect to holding 

focus groups is the participants' intentions, are they going to use the group for the 

reasons intended by the researcher? Smithson (2000) suggests that focus group 

participants should be seen as performers. Researchers need to be aware that group 

discussions are constructed within social situations and can be influenced by events 

unforeseen by the moderator of the group. Indeed one of the focus groups conducted 

for the study of staff experiences of involving families in brain injury rehabilitation, 

certainly became an attack on managerial decision-making and political issues that 

had been resonating through the unit. This emphasis on such issues almost turned the 

focus group away from the research agenda and subject matter toward more service 

related issues not particularly relevant for the study in question. 
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Personal account and reflections 

Researchers have less control over participants when conducting focus groups than 

perhaps they do when using others methodologies. One can never guarantee who will 

show up and what direction the narrative will take. Although both the focus groups in 

question went rather smoothly it was interesting to me as an ex-member of the rehab 

team to note who did not participate. The most noticeable absentees were the therapy 

managers. Not one staff member in a managerial position agreed to participate. This 

may have been simply due to the demands of their jobs. However, the feeling I had 

was that managers passed on the information about the groups to staff teams, without 

considering that they could participate themselves? Given that managers by 

definition possess the authority to implement change to service provision it seems a 

shame that none took part in this study. Managers could have contributed to groups 

and witnessed the many ideas generated about how the service could be improved. 

Nursing staff would also have provided another perspective regarding collaborative 

family work. However managers chose not to extend the invitation to participate to 

nursing staff for reasons unknown to myself. 

At the end of each focus group the feedback from participants was extremely positive 

to the extent that a number of them left considering using focus groups regularly as 

part of their clinical practice to brainstorm possible change to service provision. The 

focus groups left me feeling that those who had participated had found it refreshing to 

be given the space to voice their views and share their thoughts in a safe non- 

judgemental environment. However, another part of me felt that the groups had not 

been perceived as offering anything of importance to therapy managers and would 
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simply be forgotten, having had little if any impact on service provision in terms of 

collaborative work with families. 

Section Two: Interviewing Children and Adolescents 

This section will reflect upon the researcher's empirical study entitled "Living with a 

brain injured parent: A proposed model of adaptation to parental brain injury". This 

qualitative research study involved interviewing participants aged between 11 and 18. 

Interviews sought to explore the participant's experience and interpretation of parental 

brain injury. This study therefore posed a number of ethical dilemmas and 

methodological issues with respect of the age range of its sample that will now be 

discussed. 

Ethical and Methodological Issues 

One issue specifically connected to the qualitative paradigm adopted for this study 

concerns the process of obtaining informed consent from participants. Larossa, 

Bennett & Gelles (1981) argue that the principle of informed consent may be called 

into question given the very nature of qualitative research studies, as the researcher 

cannot prepare for every eventuality given the explorative nature of such studies. 

Therefore, participants cannot be completely informed as to the content or direction 

the research interview will take. Even with an interview schedule and procedure put in 

place to help ensure a safe environment for disclosure, the actual content of disclosure 

cannot be fully anticipated. This may be especially important to consider when 

interviewing children. 
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Informed consent was obtained from each of the children interviewed for the 

empirical paper under discussion, along with consent from both parents. However, on 

reflection I wonder how much my participants really understood about the project and 

to what extent they simply consented because their parents told them to or assumed 

they would! Were children cajoled into participation or simply taking part to please 

others as oppose to having a genuine interest in expressing their experiences. 

Information packs and consent forms were initially given to the injured parent, who 

would take them home for the family to read. It could be hypothesised that children's 

participation was dependent upon how enthused and motivated parents were about the 

research question. If parents did not consider the research interesting or relevant to 

their situation then would they share the information pack with children? One of the 

themes discussed in this study focused upon how family members would often censor 

information or exclude children from discussions about injury and rehabilitation. 

Could this research study have been viewed in the same way, as being potentially 

distressing for the child and thus best kept quiet? This is not to say that there is 

anything wrong with the fact that parents want to protect their children from further 

upset or distress. 

One of the recommendations made by the local ethics committee was that each 

interview should be conducted with a third party present. This resulted in children 

being giving the opportunity to either have one of his/her parents present at interview 

or a female member of staff from the regional rehabilitation unit, acting as the 

research base. Obviously this could have both positive and negative ramifications for 

the interview process. The need for a `chaperone' is understandable given the age of 

the participants and the sensitivity of the research question. A chaperone would 
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provide further support and reassurance for both the researcher and the interviewees. 

However, they would also impact upon the dynamics of the interview. Interviews 

were all held within the informal setting of the child's own home which can in itself 

impact upon the interview process (Larossa, Bennett & Gelles, 19 8 1). Most of those 

interviewed chose to have the non-injured parent present at interview. To what extent 

this restricted the child's disclosure cannot be said. However, one of the findings of 

this study was that children were less likely to express themselves through fear of 

upsetting other family members. Therefore we might assume that children found 

themselves once again censoring their true feelings to protect the parent present 

during interview. 

Personal account and reflections 

Historically there has been much debate over the quality and validity of data collected 

from interviews with children. In particular research studies have focused on how the 

way questions are asked may influence the child's testimony (Poole and Lindsey 

1995, Amato & Ochiltree, 1987). It has therefore been suggested that the use of open 

ended questions will generate higher quality narrative, or where closed questions are 

used one should use follow up questions to seek clarity of the answers given 

(Waterman, Blades & Spencer, 2001). Research studies further suggest that 

adolescents provide higher quality data than younger children (Amato & Ochiltree, 

1987) and widely acknowledge that at the end of the day "children are the best 

sources of information about themselves" (Docherty & Sandelowski, 1999, p177). 

Given the knowledge that adolescents provide higher quality data and considering the 

methodology adopted for this study, it was decided to set the age range of 
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participant's betweenl 1 and 18 years. A semi-structured interview was constructed 

consisting of open-ended questions and clarifying questions to help facilitate 

conversation. However, even with these `safe guards' in place, when one plays back 

interview tapes it is still often very apparent that at times I as the interviewer was 

perhaps influencing the emotional content of narrative obtained in response to my 

own anxiety and inexperience with interviewing children. 

The anxiety I experienced as the interviewer highlights the importance of self- 

monitoring during the interview process. One needs to be aware of one's own anxiety, 

prior to and while conducting interviews. The grey cloud of ethical dilemmas that 

hang over researchers, especially when working with children, can and did in this case 

impact upon my own perceived vulnerability as a trainee clinical psychologist. In the 

initial interviews my anxiety was associated to not wanting to be directive but at the 

same time wanting to ensure the children felt safe and supported. As a result of this 

there is a possibility that more sensitive or emotional information may have been 

regulated in earlier interviews to avoid any discomfort not only for the interviewee, 

but also for the interviewer. 

My expectations and anxieties were quite literally shattered by the end of the first two 

interviews. I entered into this research domain believing that the reports obtained 

from children would be very distressing and negative. The reality was quite the 

opposite. In many ways the children radiated a strong sense of positivism, strength 

and resilience in terms of relaying their personal accounts and experiences. Much like 

other researchers working in this field (Butera-Prinzi & Perlesz, 2004) I found myself 

overwhelmed by the maturity of responses and the openness to which each child 
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approached each interview. In fact it felt as if these children welcomed the 

opportunity to voice their experience, almost as if they had been holding back from 

voicing their thoughts and feelings, through not wanting to upset other family 

members. 

This to me raises the question, "what is it about those who participated that may 

suggest a tendency for such a sample to be more positive in their recall of events? " 

Studies have shown that boys are more likely to hide negative feelings (Cole, 1986). 

The majority of children interviewed for this study were male. Interestingly the 

majority of those who declined the offer of participating were female. Perhaps girls 

elected to not participate through fear of the process opening up old wounds, whereas 

those who did participate had managed their grief more effectively or were more able 

to mask their negative affect? Alternatively were those who declined to take part still 

at a stage of shock or adaptation that made talking about their current situation much 

harder than those more accepting of their parents injury? Therefore, do girls travel 

through the process of adaptation and acceptance at a different pace to boys? The 

other possibility for girls not participating may have been the fact that the interviewer 

is male? The list could possibly go on but obviously there remains a great deal of 

investigation to be done before we can attempt to understand the reasons behind 

participating in the study or not. 

Concluding Thoughts 

During the course of conducting these research papers I feel that I have developed as 

a researcher, a clinician and as a person. The qualitative approaches used to explore 

the research questions under investigation provided me with the opportunity to 
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practice and grow more confident in my clinical practice. Such research methodology 

can limit the researcher's ability to predict and prepare for what narrative may arise 

during interview. This was of particular importance for the interviews conducted with 

the children in study two. Initially it was difficult facilitating these interviews without 

some level of anxiety around eliciting the data required whilst attempting not to be 

directive or assuming. However, as each interview progressed it began to feel more 

appropriate to simply begin each interview without too much preparation and to 

simply allow the child to take me on their experiential journey. It started to feel ok not 

to know what each interview would entail. Furthermore, I began to feel accepted and 

trusted by participants who had allowed me into their world. 

Collecting data for each of the empirical studies was predominantly an enjoyable and 

rewarding experience. However, facilitating the interviews with the children who 

participated in paper two was both fun and enlightening. I feel I learnt something 

about how resilient the children interviewed had been during times of crisis. The 

resourcefulness shown and the considerate, empathic approach they adopted toward 

the brain-injured parent were quite overwhelming at times. If I take anything away 

from this experience it will be a renewed belief and faith in the youth of today. My 

hopes are that each of those interviewed will continue to grow strong in the face of the 

personal loss they have experienced as a result of their parent's injury. 
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Instructions for Authors: 

Click here to check your article status 

""Note to Authors: please make sure your contact address information is clearly 
visible on the outside of all packages you are sending to Editors. "' 

General Guidelines 
This journal carers all aspects of brain injury from basic science, neurological 
techniques and outcomes to vocational aspects, with studies of rehabilitation and 
outcome of both patients and their families. It addresses both adult and paediatric 
issues and it embraces issues such as family and peer relationships, effects of alcohol 
and drugs, communication problems and management techniques and creating new 
programmes. Brain Injury uses case studies to illustrate different approaches to a 
subject, and provides a forum for the appraisal of theories which may influence future 
research. Brain Injury is the official research journal of the International Brain Injury 
Association. 

This journal is now available on line. 

Contacting the Editors: 

Jeff Kreutzer, Department of Physical Medicine & Rehabilitation, Virginia 
Commonwealth University, Medical College of Virginia Campus Richmond, VA 23298- 
0542, USA 

Nathan Zasler, Concusson Care Centre of Virginia, 10120 West Broad Street, Suite G 
&H Glen Alien, VA 23060, USA 

Associate Editors: 

William W McKinlay, ScotCare Brain Injury Rehabilitation Unit, UK 

About Taylor & Francis 
The foundations of Taylor & Francis were laid in pioneering fashion in 1798. Richard 
Taylor printed and launched the Philosophical Magazine, one of the first scientific 
journals published by an independent company. 

It was the start of a dose collaboration with scholarly societies which was cultivated 
throughout the 1880s. The company became the printer for the Royal Astronomical 
Society, the Geological Society, the Zoological Society, the Horticultural Society, the 
Royal Botanical Society, the British Association for the Advancement of Science, the 
Royal Society and the Linnean Society of London. With the proliferation of periodicals 
and information generated by learned societies at the turn of the century, Taylor & 
Francis also became pioneers in the field of abstracting journals, and in 1890 the 
company became the first printer of Science Abstracts the precursor of today's 
Physics Abstracts. 

Book publishing was a mostly secondary concern for the company until the 1960s, 
when significant expansion was implemented at all levels from schoolbooks to high level 
monographs. Since then the focus of book publishing has been predominantly at the 
undergraduate level and above, with an ever larger number of subject areas brought 
into the programme. 

The principles which drove the founders of Taylor and Francis are still paramount today. 
Academic scholarship must be of the highest quality which will be reflected in 
appropriate production practices and values. We hope that we remain true to those 
principles and that being a Taylor and Francis author is still a pleasant, profitable and 
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proud experience. 

Contacting Taylor & Francis 
Production Editorial Department (Brain Injury), Taylor & Francis Ltd, 4 Park Square, 
Milton Park, Abingdon, Oxfordshire, OX14 4RN, UK 

Email: Neshla. Avey©tandf. co. uk 

Submitting a paper to Brain Injury 
All manuscripts should be submitted to the Journal Editorial Office - Jennifer H. 
Marwitz, Department of Physical Medicine & Rehabilitation, Virginia Commonwealth 
University, Medical College of Virginia Campus Richmond, VA 23298-0542, USA. 
Please do not submit manuscripts directly to the Publisher. " Then the next line of text 
should begin on a new paragraph. 

Brain injury considers all manuscripts at the Editor's discretion; and the Editor's 
decision is final. 

Brain Injury considers all manuscripts on condition they are the property (copyright) of 
the submitting author(s) and that copyright will be transferred to the journal Brain Injury 
and Taylor & Francis Ltd, if the paper is accepted. 

Brain Injury considers all manuscripts on the strict condition that they have been 
submitted only to Brain Injury, that they have not been published already, nor are they 
under consideration for publication, nor in press elsewhere. Authors who fall to adhere 
to this condition will be charged all costs which Brain injury incurs, and their papers will 
not be published. 

  Please write clearly and concisely, stating your objectives clearly and 
defining your terms. Your arguments should be substantiated with well 
reasoned supporting evidence. 

  In writing your paper, you are encouraged to review articles in the area 
you are addressing which have been previously published in the journal, 
and where you feel appropriate, to reference them. This will enhance 
context, coherence, and continuity for our readers. 

  For all manuscripts, gender-, race-, and creed-inclusive language is 
mandatory. 

  Ethics of Experimentation: Contributors are required to follow the 
procedures in force in their countries which govern the ethics of work 
done with human subjects. The Code of Ethics of the World Medical 
Association (Declaration of Helsinki) represents a minimal requirement. 

  Abstracts are required for all papers submitted, they should not exceed 
150 words and should precede the text of a paper; see 'Abstracts'. 

  Manuscripts should be printed on one single side of A4 or 8x 11 inch 
white good quality paper, double-spaced throughout, including the 
reference section. 

  An original and three copies of the manuscript must be submitted. 
  Accepted manuscripts in their final, revised versions, should also be 

submitted as electronic word processing files on disk; see 'Electronic 
Processing'. 

  Authors should include telephone and fax numbers as well as e-mail 
addresses on the cover page of manuscripts. 

  In writing your paper, you are encouraged to review articles in the area 
you are addressing which have been previously published in the journal, 
and where you feel appropriate, to reference them. This will enhance 
context, coherence, and continuity for our readers. 

Electronic Processing 
We strongly encourage you to send us the final, revised version of your article in both 
hard (paper) and electronic (disk) forms. This Guide sets out the procedures which will 
assure we can process your article efficiently. It is divided into three sections: 

1. a guide for authors using standard word-processing software 
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packages 
2. a guide for authors using LaTeX mathematical software packages 
3. a guide for authors using graphics software packages 

There are some general rules which apply to all three options. 

  these guides do not apply to authors who are submitting an article for 
consideration and peer review; they apply only to authors whose articles 
have been reviewed, revised, and accepted for publication 

  print out your hard (paper) copy from the disk you are sending; it is 
essential that the hard-copy printout is identical to the material on the 
disk; where versions differ, the hard copy will take precedence. We 
advise that you maintain back-ups of your files 

  save and send your files on a standard 3.5 inch high density disk (Mac 
or PC); please do not attempt to send the article via file transfer protocol 
or email 

  when saving your article onto a disk, please make sure that the files do 
not exceed a manageable size. Please ensure that figures are saved on 
a separate disk 

  ensure that the files are not saved as read only 
  virus-check your disk before sending it to the Editor 

  label your disk 
  package disks in such a way as to avoid damage in the post 
  disks are not returnable after publcation 

If you are not sure about the usability of your disk, contact Neshla Avey, Production 
Editor, Taylor & Francis Ltd, 4 Park Square, Milton Park, Abingdon, Oxfordshire, OX14 
4RN, UK Neshia. Avey@tandf. co. uk 

1. A guide for authors using standard word-processing software packages 

For the main text of your article, most standard PC or Mac word-processing software 
packages are acceptable, although we prefer Microsoft Word in a PC format 

Word-processed files should be prepared according to the journal style. 

Avoid the use of embedded footnotes. For numbered tables, use the table function 
provided with the word-processing package. 

All text should be saved in one file with the complete text (including the title page, 
abstract, all sections of the body of the paper, references), followed by numbered tables 
and the figure captions. 

You should send the following to the Editor. 

 a3.5-inch disk containing the final, accepted version of the paper 
  include an ASCIIttext only version on the disk as well as the word 

processed version if possible 
  two hard copy printouts 

Disks should be dearly labelled with the following information: 

1. Journal title 
2. Name of author 
3. File names contained on disk 
4. Hardware used (PC or Mac) 
5. Software used (name and version) 

Sample disk label: text 
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Journal title 

A. N. Author 

artide. doc 

IBM PC 

MS Word for Windows 7.0 

ZA guide for authors using LaTeX mathematical software packages 

Authors who wish to prepare their articles using the LaTeX document preparation 
system are advised to use artide. sty (for LaTex 2.09) or article. ds (for LaTex2e). 

The use of macros should be kept to an absolute minimum but if any are used they 
should be gathered together in the file, just before the \begin{document} command 

You should send the following to the Editor. 

 a3.5-inch disk containing the final, accepted version of the paper 
  the files you send must be text-only (often called an ASCII file), with no 

system-dependent control codes 
  two hard copy printouts 

Disks should be dearly labelled with the following information: 

1. Journal title 
2. Name of author 
3. File names contained on disk 
4. Hardware used (PC or Mac) 
5. Software used (name and version) 

Sample disk label: LaTeX 

Journal title 

A. N. Author 

arfide. tex 

artide. sty 

IBM PC 

PCLaTeX v2.09 

3. A guide for authors using graphics software packages 

We welcome figures on disk, but care and attention to these guidelines is essential, as 
importing graphics packages can often be problematic. 

1. Figures must be saved on a separate disk from the text. 
2. Avoid the use of colour and tints for aesthetic reasons. Figures should 

be produced as near to the finished size as possible. 
3. High quality reproducible hard copy for all line figures (printed out from 

your electronic files at a minimum of 600 dpi) must be supplied in case 
the disks are unusable; photographs and transparencies can be 
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accepted as hard copy only. Photocopies will not be accepted. 
4. All figures must be numbered in the order in which they occur (e. g. 

figure 1, figure 2 etc. ). In multi-part figures, each part should be labelled 
(e. g. figure 1 (a), figure 1 (b) etc. ) 

5. The figure captions must be saved as a separate file with the text and 
numbered correspondingly. 

6. The filename for the graphic should be descriptive of the graphic e. g. 
Figure 1, Figure2a. 

7. Files should be saved as TIFF (tagged image file format), PostScript or 
EPS (encapsulated PostScript), containing all the necessary font 
information and the source file of the application (e. g., CorelDrawlMac, 
CorelDraw/PC). 

Disks should be dearly labelled with the following information: 

1. Journal title 
2. Name of author 
3. Figures contained on disk 
4. Hardware used (PC or Mac) 
5. Software used (name and version) 

Sample disk label: figures 

Journal title 

A. N. Author 

Figures 1-10 

Macintosh 

Adobe Illustrator 5.5 

Abstracts 
Structured abstracts are required for all papers, and should be submitted as detailed 
below, following the titre and author's name and address, preceding the main text. 

For papers reporting original research, state the primary objective and any hypothesis 
tested; describe the research design and your reasons for adopting that methodology; 
state the methods and procedures employed, inducting where appropriate tools, 
hardware, software, the selection and number of study areas/subjects, and the central 
experimental interventions; state the main outcomes and results, induding relevant 
data; and state the conclusions that might be drawn from these data and results, 
induding their implications for further research or application/practice. 

For review essays, state the primary objective of the review; the reasoning behind 
your literature selection; and the way you critically analyse the literature; state the main 
outcomes and results of your review; and state the conclusions that might be drawn, 
including their implications for further research or application/practice. 

The abstract should not exceed 150 words. 

Copyright permission 
Contributors are required to secure permission for the reproduction of any figure, table, 
or extensive (more than fifty word) extract from the text, from a source which is 
copyrighted - or owned - by a party other than Taylor & Francis or the contributor. 

This applies both to direct reproduction or'derivative reproduction'- when the 
contributor has created a new figure or table which derives substantially from a 
copyrighted source. 

The following form of words can be used in seeking permission: 
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Dear [COPYRIGHT HOLDER] 

Uwe are preparing for publication an article entitled 

[STATE TITLE] 

to be published by Taylor & Francis Ltd in Brain Injury. 

I/we should be grateful If you would grant us permission to include the following 
materials: 

[STATE FIGURE NUMBER AND ORGINAL SOURCE] 

We are requesting non-exclusive rights in this edition and in all forms. It is understood, 
of course, that full acknowledgement will be given to the source. 

Please note that Taylor & Francis are signatories of and respect the spirit of the STM 
Agreement regarding the free sharing and dissemination of scholarly information. 

Your prompt consideration of this request would be greatly appreciated. 

Yours faithfully 

Code of experimental ethics and practice 
Contributors are required to follow the procedures in force in their countries which 
govern the ethics of work done with human or animal subjects. The Code of Ethics of 
the World Medical Association (Dedaration of Helsinid) represents a minimal 
requirement. 

When experimental animals are used, state the species, strain, number used, and other 
pertinent descriptive characteristics. 

For human subjects or patents, describe their characteristics. 

For human participants in a research survey, secure the consent for data and other 
material - verbatim quotations from interviews, etc. - to be used. 

When describing surgical procedures on animals, identify the pre anaesthetic and 
anaesthetic agents used and state the amount of concentration and the route and 
frequency of administration for each. The use of paralytic agents, such as curare or 
succinylcholine, is not an acceptable substitute for anaesthetics. For other invasive 
procedures on animals, report the analgesic or tranquilizing drugs used; if none were 
used, provide justification for such exclusion. 

When reporting studies on unanaesthetized animals or on humans, indicate that the 
procedures followed were in accordance with institutional guidelines. 

Specific permission for facial photographs of patients is required. A letter of consent 
must accompany the photographs of patients in which a possibility of identification 
exists. It is not sufficient to cover the eyes to mask identity. 

Mathematics 
Special care should be taken with mathematical scripts, especially subscripts and 
superscripts and differentiation between the letter'ell' and the figure one, and the letter 
'oh 'and the figure zero. If your keyboard does not have the characters you need, it is 
preferable to use longhand, in which case it is important to differentiate between capital 
and small letters, K, k and x and other similar groups of letters. Special symbols should 
be highlighted in the text and explained in the margin. In some cases it is helpful to 
supply annotated lists of symbols for the guidance of the sub-editor and the typesetter, 
and/or a Nomenclature' section preceding the 'Introduction'. 

For simple fractions in the text, the solidus I should be used instead of a horizontal line, 
care being taken to insert parentheses where necessary to avoid ambiguity, for 
example, 11(n-1). Exceptions are the proper fractions available as single type on a 
keyboard. 
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Full formulae or equations should be displayed, that is, written on a separate line. 
Horizontal lines are preferable to solidi, for example: 

W+ 5h +q 

3n + 3yZ2 

But a/b+cld+a/d 

P=(a2+b2)(c2+d2) 

The solidus is not generally used for units: ms' I not m/s, but note electronsls, 
counts/channel, etc. 

Displayed equations referred to in the text should be numbered serially (1,2, etc. ) on 
the right hand side of the page. Short expressions not referred to by any number will 
usually be incorporated in the text 

Symbols should not be underlined to indicate fonts except for tensors, vectors and 
matrices, which are indicated with a wavy fine in the manuscript (not with a straight 
arrow or arrow above) and rendered in heavy type in print upright sans serif r (tensor), 
sloping serif r (vector) upright serif r (matrix). 

Typographical requirements must be dearly Indicated at their first occurrence, e. g. 
Greek, Roman, script, sans serif, bold, italic. Authors will be charged for corrections at 
proof stage resulting from a failure to do so. 

Braces, brackets and parentheses are used in the order {j( )]}, except where 
mathematical convention dictates otherwise (i. e. square brackets for commutators and 
anticommutators) 

Notes on style 
All authors are asked to take account of the diverse audience of Brain Injury . Geary 
explain or avoid the use of terms that might be meaningful only to a local or national 
audience. However, note also that Brain Injury does not aspire to be international in 
the ways that McDonald's restaurants or Hilton Hotels are 'international'; we much 
prefer papers that, where appropriate, reflect the particularities of each higher education 
system. 

Some specific points of style for the text of articles, research reports, case studies, 
reports, essay reviews, and reviews follow. 

1. Brain Injury prefers US to 'American', USA to 'United States', and UK to 
United Kingdom'. 

2. Brain Injury uses conservative British, not US, spelling, i. e. colour not 
color, behaviour (behavioural) not behavior, [school] programme not 
program; [he] practises not practices; centre not center, organization not 
organisation; analyse not analyze, etc. 

3. Single 'quotes' are used for quotations rather than double "quotes", 
unless the'quote is "within" another quote'. 

4. Punctuation should follow the British style, e. g. 'quotes precede 
punctuation'. 

5. Punctuation of common abbreviations should follow the following 
conventions: e. g. i. e. cf. Note that such abbreviations are not followed 
by a comma or a (double) point/period. 

6. Dashes (M-dash) should be clearly indicated in manuscripts by way of 
either a clear dash (-) or a double hyphen (- ). 

7. Brain Injury is sparing in its use of the upper case in headings and 
references, e. g. only the first word in paper titles and all subheads is in 
upper case; titles of papers from journals in the references and other 
places are not in upper case. 

8. Apostrophes should be used sparingly. Thus, decades should be 
referred to as follows: 'The 1980s [not the 1980's] saw ..:. Possessives 
associated with acronyms (e. g. APU), should be written as follows: The 
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References should be cited using the numerical system (e. g. 13], 15-9]). They should be 
listed separately at the end of the paper in the order in which they appear in the text. 
'Ibid. ' (and the like) are not used when repeating citations. 

Acknowledgements 
Any acknowledgements authors wish to make should be included in a separate headed 
section at the end of the manuscript. 

Book reviews 

1. The following header material should appear in all reviews in the 
following order (note also the punctuation): 

Student Engagement and Achievement in the American Secondary School. 

Edited by Fred M. Newmann (Teachers College Press, New York, 1992), 240 
pp., $38.00 (hbk), ISBN 8077-3183-8, $17.95 (pbk), ISBN 8077-3182-X 

2. Page references within reviews should be given as follows: (p. 337) or 
(pp. 36-37). 

References 

References should follow the CBE Citation & Sequence format. Only works actually 
cited in the text should be included in the references. Indicate in the text with arabic 
numbers inside square brackets. Spelling in the reference list should follow the original. 
References should then be listed in numerical order at the end of the article. Examples 
are provided as follows: 

Journal article: 
[1] Steiner U, Wein J, Eiser E, Budkowski A, Fetters W. Complete wetting from polymer 
mixtures. Science 1992; 258: 1122-9. 

Book chapter. 
[2] Kuret JA, Murad F. Adenohypophyseal hormones and related substances. In: 
Gilman AG, Rail TW, Nies AS, Taylor P, editors. The pharmacological basis of 
therapeutics. 8th ed. NewYorlc Pergamon; 1990. p 1334-60. 

Conference proceedings: 
[3] Irvin AD, Cunningham MP, Young AS, editors. Advances in the control of 
Theileriosis. International Conference held at the International Laboratory for Research 
on Animal Diseases; 1981 Feb 9-13; Nairobi. Boston: Martinus Nijhoff Publishers; 1981. 
427 p. 

Dissertations or Thesis: 
[4] Mangle ED. A comparative study of the perceptions of illness in New Kingdom Egypt 
and Mesopotamia of the early first millennium [dissertation]. Akron (OH): University of 
Akron; 1991.160 p. Available from: University Microfilms, Ann Arbor MI; AAG9203425. 

Journal article on Internet: 
[5] Loker WM. "Campesinos" and the crisis of modernization in Latin America. Jour of 
Pol Ecol [serial online] 1996; 3(1). Available: 
http: l/www. library. arizona. edulejljpelvolume 3lascii-lokeriso. txt via the INTERNET. 
Accessed 1996 Aug 11. 

Webpage: 
(6) British Medical Journal [Internet]. Stanford, CA: Stanford Univ; 2004 July 10 - [Cited 
2004 Aug 12]; Available from: http: tlbmj. bmjjournals. com/ 

Internet databases: 
[7] Prevention News Update Database [Internet]. Rockville (MD): Centers for Disease 
Control and Prevention (US), National Prevention Information Network. 1988 Jun - [cited 2001 Apr 12]. Available from: http: //www. cdcnpin. org/db/public/dnmain. htm 

Further examples and information can be found in the CBE style manual Scientific Style 
and Format, sixth edition. 
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N 111/5 y 
South Birmingham Research Ethics Committee 

27 Highfield Road 
Edgbaston 

Birmingham 
B15 3DP 

Tel: 0121 245 2533/2534/2538 
Fax: 0121 245 2535 

Our Ref: RMD/02 
Date: 30'hMarch 2004 

Chairman: Mr RK Vohra 
Administrator. Mrs Rosa Downing Please Quote: 20041018 

Mr C Morrell 
Clinical Psychology Doctorate 
Coventry University 
Priory Street 
Coventry 
CV1 5FB 

Dear Mr Morrell 

REC reference number 2004/018 
Parental Brain jury: Children's Adaptation to Changing Roles and Responsibilities 
following Traumatic Brain Injury to a Parent 

Thank you for your letter of 8th March 2004 responding to the Committee's request for further 
information on the above research and submitting revised documentation. 

The further information has been considered on behalf of the Committee by the Vice- 
Chairman. 

Confirmation of ethical opinion 

On behalf of the Committee, I am pleased to confirm a favourable ethical opinion for the 
above research on the basis described in the application form, protocol and supporting 
documentation as revised. 

The favourable opinion applies to the following research site: 

Site: Moor Green Out Patients Unit Moseley Hall Hospital Alcester Rd 
Birmingham 

Principal Investigator. Mr Christopher Morrell 

Conditions of approval 

The favourable opinion is given provided that you comply with the conditions set out in the 
attached document. You are advised to study the conditions carefully. 

SOPs version 1.0 dated February 2004 
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Approved documents 

The final list of documents reviewed and approved by the Committee is as follows: 

" Revised copy of the ethics application (page 14, paragraph 4) 
" Revised consent form for families 
" Revised Information Sheets for families and children 
" Staff consent form 
" Staff Information Sheet 
" Semi-structured interview schedule 
" Child behaviour Checklist for ages 6-18 

Management approval 

The study may not commence until final management approval has been confirmed by the 
organisation hosting the research. 

Notification of other bodies 

We shall notify the Trust that the study has a favourable ethical opinion. 

The Committee is constituted in accordance with the Governance Arrangements for 
Research Ethics Committees (July 2001) and complies fully with the Standard Operating 
Procedures for Research Ethics Committees in the UK. 

REC reference number: 20041018 

Yours sincerely, 

Please quote this number on all correspondence 

'VI 
L2- Mr RK Vohra 

Chairman 

Enclosures Standard approval conditions SL-AC2 

List of names and professions of members who were present at the meeting 
and those who submitted written comments. 

SOPs version 1.0 dated February 2004 
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COVENTRY UNIVERSITY - SCHOOL OF HEALTH AND SOCIAL SCIENCES 

STUDENT SUBMISSION TO SCHOOL RESEARCH ETHICS COMMITTEE 

1. Student's name, c- " a" KOQRýt'L 2. Course: GLINIC. gL ýcHc. t-40ri-04y 

(BLOCK CAPITALS) 

3. Title of project: týAEsrsZAiº rýf+ý>J ýATýýº! L GKcLDC_S. tiS ýý11QTAfC`Oý"1 "ro ucA. wwýý 

qAý, ýS, ýf Gt, zSOoýys.. 8ºýýZczy T-vwc+w.. ýr `SC"Au1-aw'Tic. QRiaiws co3va`Y To A FAizSNTý 

4. Summary of the project in jargon-free language and in not more than 120 words: 
Sample: 

Research site: KooQ G a. s.. s. ý 
ý 

l+ýoýýLt Y ltijv.. WSSPýýA ý... ý 
Prýtss-r tsý cD, 

1'bsS. c. iY 
ý 

dýRHýwx++tA1-t 
. 

Design (eg experimental): 2Oz. 'LV Aý 

Methods of data collection: 

6 ýCxýa C*1wv (J I, yZN S'Cl1fr rr 
, 

. f; ocT+% - srsRvcS. ats. p :. b. -TK 6%t"-D Rt. aA . 

CN1ýOSý2N V11L. L, 65. lý"Tt4výLJºý 6,, -f, C 4Colty titýt SýTH£% FACtýsT aý MLNýgý0. aý c-cqýF FGýý. e+oc, C 4ý, s. c. ý PCýccTý. aýr -t-Co Ac-s- A-s G-tIýP1rC. aýs " ý'"o'ý'ctv. saa5 r, a16.. ý. INS- Twfs- ý-ýwPýD 
, -rawsyca. aýQ 4�D 4ýsý. `cssD vsýýc. Tefl . ýc, LV . ýº. ýý, ýýu srý ý.. ý. ý. Ce+*tOve, ý'tý E4ý- Hooý 4A-ýfýl 

; 'T'AfF 4ýeG0.0ý. ý ps wýo -rQ. p*uca. ºýp , Pr *a D P. +y4ý b$y i7 u Sz 15 G- -tLtS1.. RTý c E1ý pf. LStS 
. 1--Pýý. ýýýcS APPitov l4l_ HRý $s,, ý aýTRýý: ýs3) . 

Access arrangements of applicable): 

ý\u. l1oco_ Gýiý 

5. Will the project involve patients(dients) and/or patient(dient) data? 

6. will any invasive procedures be employed in the research? 

7. Is there a risk of physical discomfort to those taking part? 

6. Is there a risk of psychological distress to those taking part? 

9. Will specific individuals or institutions (other than the University) be identifiable 
through data published or otherwise made available? 

Yes [4 No[ ] 
Yes[ ] No [/j 
Yes [] No [/r 
Yes[ ] No[-1' 

Yes[ ] No [ý]" 

10. is it intended to seek informed consent from each participant (or from his or her Yes [4 No [] 
parent or guardian)? 

Students signature: Supervisor's signature: 
1- 

tý-NoC 

FOR COMMITTEE USE: 

Immediate approval 
Referral to local Hospital Ethics Committee 

[ 

Committee Member's signature:, . 
Date: 

Date: 

ý©Iý-ýýýýh. 
Referral to full School Committee 
Decision pending receipt of further information 
(specify below) 

........... .................... 4 ....... ....................................... ................... . 
tQ4 

................. 

[l 
[] 
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South Birmingham 
Primary Care Trust 

Mr Chris Morrell 
Clinical Psychology Doctorate 
Coventry University 
Priory Street 
Coventry 
CVI 5FB 

14/4/2004 

Dear Mr Chris Morrell 

filis 

R&D for Birmingham and Solihull PCT Consortium 
R&D Department 

Moseley Hall Hospital 
Alcester Road 

Moseley 
Birmingham 

B13 8JL 

Tel 0121 442 3500 
Fax 0121 442 3588 

R&D-dept@southbirminghampct. nhs. uk 

PCT CONSORTIUM R&D REQUIREMENTS - COMPLETED 

Project title: Parental brain injury: Children's adaptation to changing roles and 
responsibilities following traumatic brain injury to a parent 

Project No.: 646 
Chief Investigator: Mr Chris Morrell 
Chief Investigator Employer. South Warwickshire Primary Care Trust 
Principal Investigator No Local Researcher 

(Local researcher ä different) 

Start/ End dates: 14/4/2004 to 30/9/2005 
Sponsor Coventry University 
Funding No Funding 
PCT Registered: South Birmingham Primary Care Trust Yes 
Service! Directorate Rehabilitation Services 

The above project has been registered with R&D Department on behalf of the Birmingham and 
Solihull Consortium (North Birmingham Primary Care Trust, Eastern Birmingham Primary Care 
Trust, Heart of Birmingham Teaching Primary Care Trust, South Birmingham Primary Care 
Trust and Solihull Primary Care Trust) 

I. Researchers who have substantive or honorary contracts with the South, East, North 
or Heart of Birmingham Teaching and Solihull Primary Care Trusts will be covered 
against claims of negligence by patients of the Primary Care Trusts under the Clinical 
Negligence Scheme for Trusts (CNST). This scheme does not cover 'No Fault' 
compensation and the Trust is precluded from taking out separate insurance to cover 
this. Any patient or volunteer taking part in the study is entitled to know that if they 
suffer injury as a result of participating in the study they first have to prove negligence 
of law before they could gain compensation. 

ii. Primary Care Trusts owe a direct and non-delegable duty of care to NHS patients; this 
duty exists whether those patients are being treated in a hospital or an independent 
GP. In these circumstances, the Primary Care Trust would have a right to require 
information about research being undertaken within GP's practices. However NHS 
indemnity does not extend to GP practitioners, if a practitioner takes part in research 
then the practitioner accepts personal liability for quality assurance and for any claims 
that may arise. If Practice Staff are part of the research team and employees of the 
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Primary Care Trusts, then they need to ensure! obtain indemnity from the R&D 
Department. 

III. Employees of Universities may be covered for 'No Fault' compensation by the 
University insurance scheme. However, you would need to check whether or not 
everyone involved in the study is covered by this scheme. 

iv. Clinical trials by a pharmaceutical company should be covered by 'Indemnity for 
Clinical Studies' form that can be acquired by the Trust R&D department. This form 
ensures that the Sponsor indemnifies and holds harmless the Trust and its employees 
and agents against all claims and proceedings. 

If you still have a query regarding indemnity please get in contact with the Department as soon 
as possible. 

During the project the Lead Investigator will be contacted Six months into the project and 
Annually to ensure Research Governance monitoring is in place. At the End of the project the 
R&D Office will contact you to ensure the project has finished. 

Could I please remind you that all research needs to comply with Research Governance 
Standards (www. doh. gov. uk/research) and if projects are registered with the Department they 
will be randomly audited to demonstrate that the research is being monitored and the protocol 
is being adhered too. This step is to reassure patients, service users and care professionals 
of the quality of the study and to guarantee the organisations and researchers reputation for 
high quality research and care. 

If you require any further assistance, please call the Department with your 
R&D Project Number 646 

Dr Peter Mayer 
Trust R&D Director 
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South Birmingham 
Primary Care Trust r, Trý 

West Midlands Rehabilitation Centre 
Out-patient Brain Injury Rehabilitation Service 

(Moor Green) 
Moseley Hall Hospital 

Alcester Road 
Moseley 

Birmingham 
B13 8JL 

Research on Parental Brain Injury: 

Information Sheet - Staff 
Tel: 0121 442 3400 
Fax: 0121 442 3420 

My name is Chris Morrell and I am a student at the Universities of Coventry 
and Warwick. I am currently researching the impact of parental traumatic 
brain injury on children. I am currently looking for staff members to participate 
in my research and would very much appreciate it if you could take the time to 
read this information sheet. 

Why Do This Research? 
The aim of this study will be to identify the level of involvement of family 
members other than the primary caregiver in rehabilitation services. Seeking 
to explore the level of contact professionals have with family members other 
than the primary caregiver and to what extent information regarding the 
rehabilitation process gets disseminated to non-professionals outside of the 
multi-disciplinary team. Attempting to identify both the positive and negative 
aspects of involving family members in the rehabilitation process. 

It-is. hoped that the information gained will help rehabilitation services develop. 
In particular it will identify specific needs of young family members that are 
often not addressed as part of the rehabilitation program. 

What will l need to do? 
Participation in this study will involve taking part in a focus group. The group 
will be very much like a discussion group facilitated by the researcher. It is 
hoped that between 6 to 8 staff members will take part in the group. The focus 
group will last for between 60 and 90 minutes and will be audio-taped for 
transcription at a later date. The group will be held at Moor Green and during 
working hours. All identifiable information such as names and addresses will 
be removed to ensure confidentiality. 

? Do I have to take part 
You do NOT have to take part in this research and you do NOT have to give 
any reason for refusing. You can also withdraw from the study at any time, 
again without having to give any reason why. Refusing to take part in the 
research will NOT affect any of the services you are receiving or may receive 
in the future. 

CNnwwwded 
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What will happen to the information gained? 
The information gained from the focus group interview will be entirely 
confidential. The audio-tape of the focus group will be kept in a locked cabinet 
at Moor Green. The transcript of the group will be coded to ensure that they 
are anonymous. Once the research is completed all tapes and transcripts will 
be destroyed. 

The results of the study will hopefully be published in a number of journals 
that will serve to inform other professionals of the experience of parental brain 
injury. 

What do I do now? 
Decide if you would like to take part. If you would like to take part then sign 
the consent form that came with this information sheet. The completed 
consent form should then be sent back to me. 

What if I want to know more? 
If you want more information or have any questions then my supervisors 
Louise Lorenc at Moor Green and Dr Eve Knight at Coventry University or 
myself will be happy to answer them, our details are below. 

THANK YOU 

Louise Lorenc 
Moor Green 
Moseley Hall Hospital 
Moseley 
Birmingham' 

.0 
121,442 . 3400 

Dr Eve Knight / Chris Morrell 
Clinical Psychology Doctorate 
George Eliot Building 
Coventry -University 
Priory St 
Coventry 

- -CVI3fß 

02476 888,328 
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South Birmingham 
Primary Care Trust 

a rj/F 

West Midlands Rehabilitation Centre 
Out-patient Brain Injury Rehabilitation Service 

(Moor Green) 
Moseley Hall Hospital 

Alcester Road 
Moseley 

Birmingham 
B13 8JL 

Consent Form - Staff Tel: 0121 442 3400 
Fax: 0121 442 3420 

If you would like to take part in the focus group then please read the 
following information before signing the consent form: 

"I have read the research information sheet. 

"I understand that I can withdraw from the research at anytime, and I do not 
have to give reasons for doing so. 

"I understand that not taking part in the study or withdrawing at anytime will 
NOT affect the services I receive. 

"I understand that all information provided will be made anonymous, and 
that I will not be identifiable from any final reports written. 

"I understand that findings from this research will be written up for 
publication in journals read by other professionals who work people with 
brain injury. 

I have read and understand the information regarding the research project 
and agree to taking part. 

Name ....................................... (please print) 

Signature ....................................... 

Witnessed by ........................................ (please print) 

Signature ....................................... 

Today's Date 
............ I ............. I ........... 

I would like to receive a summary of the research findings Y/N (circle) 

Trust Headquarters Tel: 0121 442 5600 

sn no so 0o Minicom: 0121 449 8352 
C,,,,,., d., E-mail: info@southbirminghampct. nhs. uk 
HEALTHCARE UERVICR ROSPA TRAINING 38 

S«ta Award AWARD Chair: Professor David Cox Chief Executive: Ms Cynthia Bower 
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Semi-Structured Interview Schedule 
FOCUS GROUPS 

The following questions will be used as a guide to the researcher to facilitate narrative 
during interviews. 

Focus groups will begin with the opening question: 

"what are your views about involving family members in 
brain injury rehabilitation? " 

Further questions or areas of interest that may be referred to as focus groups progress 
are: 

What level of contact with families do you currently have? 
" What family members? 
" Who most contact with? 
" Who do you discuss strategies/progress/prognosis with? 

Do family members understand what has happened to their relative? 
" Facts about injury 
" Facts about rehabilitation and the future 
" Do they understand/practice strategies? 

What have you liked about working with families? 

What difficulties have you experienced when working with families? 

What problems arise in terms of engaging family members in the rehabilitation 
process? 

Are family members other than the primary carer involved in the rehabilitation 
program? 

What do you feel are the obstacles that get in the way of involving family 
members in the rehabilitation process? 

Do family members help or hinder you in your work? 

Do you see collaborating with families as a positive or negative? Why? 
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c p. v. zý ýcJL 
I lot 

FOCUS GROUP: UN-P kT. ENc 'UNIT 

Those present: 
2xOT's (OTI & OT2), IxSALT (ST), 2xPhysio (PI & P2), lxClinPsy (CP). 

R Thank you for coming along today. I would like to start by 
asking, could you give me a general idea of what are your 
views about involving family members in in-patient rehab 
services? 

OSl 

ýRý. 
aýS " 

OT2 
-tt-4 

CP very important to engage them, because if they are very Co. 11 operative, very on the ball it is great, but if they don't, if they 
aý----'ý-ý are very anxious or defended then its more important to get in 

there at the early stage. So that you can work with them to 
get them to co-operate and engage in rehab. that's got to be 
picked up or they might throw complications or problems in 
the patients rehabilitation that need addressing right away, 
even though this is a recurrent theme. 

L,, o wap ýi t ý. oH ý 

4 w""4c 

se. slf 1 , ý"n ^, - w -S 

ýýcý. t.. ý ýý "i3-ýº}ºý-ý S 

It depends, if you have a family who are very realistic and 
supportive it can work very well, but if you have a family s 
that are very anxious and scared then it can make the job a lot 
harder. 

I don't know, I think for starting off when a patient first " 
moves in you have to involve the family, I don't think it's a, 11. - choice really it should be done. However, 'if it goes <down-the Sq 
road, for example, of them not wanting to be involved then 
we need to kind of deal with'that. But if you haven't involved 
them in the first place you wont get anywhere. 

R is that what generally happens, what actually happens in 
terms of... ? 

OT2 well I think what we try is that well officially on the ward is 
at IGP meeting, that's the official meeting that families are 
invited to and stuff, but we will try and involve families 
before that, because your suppose to go to that meeting with 
kinda idea's and plans erm. I think what comes out at MDT's 
and things erm that's kinda a private place for staff to say this 
family are really, really helpful, this family come across as 
being helpful that there not, and insight! I think is the other j-- thing, because we have some people, I'm thinking of a 73, 
particular patient on the ward whose particular relationship 
with this person does not have any insight into the patients 
condition, they have a lot of cognitive problems. And, its a 
nightmare really. 
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ýrý ýýýý 
-a; oýý.. c-" s.. ýr ýo.. ý. rl Mc. ý cý, ýý'- . ý,,, \ 

CP I will talk to you later about that er... but yeah I find that s3 
quite frequently when we do identify that there is going to be 
difficulties with. the family then its like not anytime soon. 

K 
_. --- - 

enough really. Or there is no sort of peer plan, like saying 
ý=' , 7,,. rº J-"ok we know this we recognise this team, what are we going 

1. 
C+c-ýM1" ý` ý et. ýºrAri eý 

ýw NQT 

-f 
lo. rN"T 
a nl.. Aeu.; C.. " 

to do with it, how are we going to manage the family? How 
are we going to er unravel the problems that they bring" and 
of course then what usually happens is that at some point it 
blows up into a spectacular problem and it's really too-late to 
act on that because you haven't been able to establish a 
relationship or create an atmosphere to respond to. that, erm I 
mean in my experience that I have been positively stopped or 
held back from trying to respond to families, difficult 
families... 

R what you've been... ? 

CP yeah I have been told not to do it by... er failure to co- 
operate, deliberate erm a deliberate decision to not to involve 
the team and not to work together and say "yes let's do 
something for this family". And then we learn later on that sc 
there are problems and they do blow up and we have no 
adequate response to that... 

R so is it generally client focused and blinkered... ? 

-r. ý. n. ýý. "ý ST 

, ýaý`'}"'S 

I think it's quite MDT focused a lot and the client is just left 
out, it's how it feels coming in with quite fresh eye's it does et 
feel that a lot of the time it's what team members want rather 
than what the client or their family want... 

CP which isn't what team members want... 

ST well not always no... 

CP it's more what the consultant wants really, that's what 
happens a lot is that the consultant whatever the team say's, 
you know.... (inaudible) 

OT2 it's also to do with like (ST) says you go to the IYDT and 
explore worries and explore needs obviously of yourself so 
you have got the team but you got a resource problem there 
as well. I mean I certainly don't mind bringing things to the 
forum, bringing things to the team. I don't mind doing that 

___ 
but er if it's ignored or not kinda supported anne span is yw 
focused on the patient t mean there only here for 12 weeks 

ý"` Q. regardless of the family or not Linda thing, there are various 
issues around it really.... 
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OT1 but if you think-that patients and their families arrive here at 
different stages of mental preparation recovery most of them 
are just grateful that their child or their spouses have 

P1 

ýw 

veý �-ps. 

Cr) 

l.. v, c1,. o'- ý 

ý 

link worker who meets and greets and meets with the patients 
on a regular basis and there are patient/carer forums at which 
they will bring issues but that individual catered need for that 
particular family, there isn't a particular pathway or a 

different way of accessing it. It almost that patients and 45 

survived, ancGPrne are more accepting than others who have 
different levels of understanding what has happened, let 

N"ý alone under standing what this phase of rehab is. So I think 
it's difficult to meet that with all carers and aff families 

L ecause some people are just absolutely completely on board 
have thought about how to adapt the property, whether this 
person is in a wheelchair and how mentally they do it and the 
patients there as well. But then you get other people who are 

ob, lK fý just completely in shock and don't really know what to do 
and then you have, I mean there are forums there is a patient 

,.,, 
A< 

0 }w& 

families have to be at a certain level, you can help them along 
at that level, but if their somewhere here or somewhere there 
then its quite hard to adapt to the unit... 

there is no policies or procedures for it. 

don't you think its realty difficult because tiýe have tüe legacy. 
of what has happcned in the acute sector as well and a lack of 
potential education about prognosis, length of stay... 

0T2, # yeah, its so true. I always feel like its not even lack of 
education, I think these people have been told n : any times by, 

FI don't know who, that their going to come here and walk. So 
M's' it's not even they not, they have been totally mis-told 

Hý--o 
something in the first place, I'll go to that place and learn or 
walk or learn new things and it's almost like their trying to 

get rid of them... 

.ý ý 

jt4tS_ tir : 

R but is that what they believe...? 

79 

S8 

leo 

`O q, 

OT2 yeah, well the thing is if you believe that and it's not told to 
you ever, but if I meal I have heard patients say that the 
doctor said they would walk if they came here, you know and 
you can kind of see that trying to get rid of people, this is a 
good place to go kinda thin 

CP there's a lot of expectation attached to this unit being called ari 
rehabilitation unit (inaudible) people think they wont leave 
until they have a good level of coritive function 
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ST but I think there's those other patients who have spent 6 týq 
months on a acute ward and the last place they want to be is 
here 

OTl you have access to family, parents, people and sometimes it 
can be difficult and again that may mean varying your level 

ýý.. 
ý of contact, so if somebody isn't at work then they can come 

in and join in on therapy sessions and be there and carry over 
some of the work that's great, but for. somebody for sanity or 
money or for whatever reason people kind of are working 
and mainly come on the evenings, they end up having a 

breakdown so that what happens is that carers aren't 
particularly involved with their care and input.. because we do 
a 9-to-5 job and they can come 7 to 10... 

CP Lwell this is a regional unit so people . are going to have to 
come from quite a while away sometimes' or they are the only 

\,, parent left who is looking after the kids there; so its you 
, kz c 1ä ow they have all those roles the last thing they can think %C kCAA 

about is coming to the hospital on a daily basis and do their 
bit there as well so it does create difficulties. There have 
been attempts 1 think in the past on outpatients to have 
patient family support groups, but they tend to fall to 
pieces... because they are still at work or they have to go 

1 home and pick up the kids 

R picking up on some of the stuff about unrealistic 
expectations, I always heard from clients that they were told 
they would never ever walk, so it's interesting to hear... 

P'I-, sometimes, we do see that as well. I think because patients 
and families talk to each other so much, you know they 
expect if someone has had a stroke. you know their tallin2 to 

c, . someone else who has had a stroke they expect to get theme 
_. a ý... _..:. 7,. _. _. __.. L___ at__ _. __7. . `ýýý-- 5auie prognosis noi. wisiuýiwg wnere me site or me stroxe 

°°, ý was or head injury, there's an awful lot of that that goes on rso 
ý`, 

,ý 
they talk to each other and they think "oh so and so is 
wal ping with a walking aid by now, that's next week for 

I me".. 

or2 

1ý> 

yeah, and even if the person by the side of them hasn't they 
will look, if two people are on the ward with a stroke they 
will look to the person who is... and they will say "oh I will 
be walking with a stick by then, I'll be eating whatever, I 
think they always look to the... 

CP best case scenario 

ts4 

OTI and they also I think it appears that at least from the feedback 
from the patients they make comparisons about input as well, 
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Themes from Literature: 
Condensed to form core cats to derive semi-structured interview 

schedule for focus groups: 

Family burden 
Family perceptions of health professionals 
Experience of family members 
Societal understanding 
Role of healthcare professional 
Information provision - timing/sharing of possible outcomes 
Family beliefs 
Family expectations of professionals 
Family inclusion 
Family adaptation 
Information needs 
Extended family understanding 
Family burden 
Co-morbid functioning 
Misconceptions 
Beliefs 
Poor understanding in society and non health professionals 
Expectations of family 
Information needs 
Expectations on family 
Rehab as respite 
Effects of time limited rehab 
Client centred approach 
Barriers to family work 
Systemic issues 
Collaborative work 
Resources 
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Stage One: 
Analysis of Focus Groups: 

Core categories determined through process of inductive thematic analysis and 
description of each category: 

1 Barriers to family work 

" Service related: 
Perceived lack of resources and time, combined with confusion over who should 
be doing family work, further confounded by service philosophy 

" Family issues 
Engagement of families can be problematic and is dependent upon family 
adaptation. Family conflict either co-morbid or as a result of injury can hamper 
family work. Therapists need to be able to consider secondary carers as well as 
primary carers. 

2 Understanding of Brain Iniurv Rehabilitation 

" Information/education 
Patient and family member beliefs about recovery, understanding of cognitive 
deficits and the rehabilitation process. 

" Misconceptions 
Family members may be miss-informed and consequently establish 
misconceptions about rehab and recovery, further influenced by their perceived 
roles in the process. 

Support systems 

" Support Systems 
Carers and patients require support systems, these can be provided by others in 
similar situations. Those with good support systems fair better. 

4 Belief systems 

" Expectations 
Expectations of family members, patients and the team of therapists. 

" Cultural differences 
Need for cultural awareness and implications for rehabilitation process. 
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Stage Two: 
Analysis of focus group transcripts 

Transcript quotes that relate to each of the core categories: 

Key to annotations: 

F1= Focus group 1 
F2 = Focus group 2 
P= page number 
L= line number 
Letters e. g. A= participant 

1. Barriers to Family Work 

Service related barriers 

Fl. p16. L640. CP "there's budget issues you know, we are not really funded by 
the health authority to actually work with families" 

F2. p6. L205. tOT "it depends on staff availability, demands on the service and 
how much time" 

F2. pS. L294. OT 1 "it's often time constraints, you just don't have the time for 
realistically to involve the family at every stage" 

F2. p13. L452. SLT "we don't necessarily think about the family when setting the 
goals" 

Family related barriers 

F1. p4. L126. OTI "people are kind of like working and come in the evenings" 
F1. p4. L132. CP "they are the only parent left who is looking after the kids" 
Fl. pl O. L406. OT2 "Sometimes, you get the other type, people who actually don't 

want the responsibility of what is entailed" 
F2. plO. L371. tOT "it can also be something as simple as they have had a hell of a 

lot of time off work anyway" 

2. Family understanding of TBI 

Information needs 

Fl. p5. L162. A "I think that's the hard part is how do you explain the 
individually tailored therapy programme" 

Fl. p11. L440. B "Some people don't realise that it can take a year to have 
housing adaptation" 

F2. pl. L11. J "when you talk to families you realise often how little 
information they have been given" 

F2. pl. L17. L "it would be quite important that they are aware of them so that 
they can try and incorporate them at home" 
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Misconceptions 

F1. p3. L116. E 

Fl. pl7. L650. E 

F2. p2. L66. J 
F2. p4. L129. L 

"people think they won't leave until they have a good level of 
cognitive function" 
"you get them say "he hasn't got cognitive problems, I have 
done a bit of psychology and I tell you he's not got cognitive 
problems" 
"not being something they need to be a part of' 
"kind of see this place that she comes to as a bit of a nut house, 
like she would describe it as being full of mental weird people" 

3. Support systems 

F1. p5. L166. A 

F2. p3. L103. A 

F2. p7. L241. J 

F2. p14. L520. I 

"the families themselves the patients will get the most 
support from the people around them the people who 
have been through similar experiences 
"the teenage section seem very reluctant, and in a way it seems 
harder to target them and try and look at support systems for 
them" 
"there have been situations here where the client's carer needs 
more support than the client" 
"People with support networks seem to fair better" 

4. Belief Systems 

Expectations 

Fl. pl l. L417. B 

Fl. p12.467. A 

F2. p10. L349. H 

F2. p12. L427. G 

Cultural differences 

F1. p20. L797. B 

F2. p3. L74. I 

F2. p9. L330. H 

F2. p9. L336. H 

"a lot of people say they want to maintain their role as partners 
and not carer" 
"expecting the parents or spouses to make, to have that decision 
of trying to agree or prepare or think about what's realistic" 
"we have got a lot of expectation about our client's and their 
families" 
"a lot of it is people don't know what's realistic, what's 
achievable" 

"but if your culture and belief are the same and so it's not 
matching up with what rehab is perhaps that person isn't 
suitable for rehab" 
"because of the nature of the head injury we are dealing with a 
huge cross section of society" 
"it is worth talking to families to find out what the family 
value's are and where the client's value's fit into that" 
"it's about finding out about that person within the family 
context and not making assumptions" 

150 



Stage Three: 

Refinement of categories from stages One and Two. Definitions of categories and 
supporting quotes from transcripts. 

Theme la- Service Related Barriers: Resources 
Therapists discussed resource limitations such as inadequate access to funding, time 
constraints, issues regarding geographical catchment area and general demands on the 
service. 

Fl. p16. L640. E "there's budget issues you know, we are not really funded by 
the health authority to actually work with families" 

F!. p2. L74. B "they're here for 12 weeks regardless of the family" 
F1. p19. L747. B "the more people that you involve the more difficult it 

will be as well and who is the most important to 
that..... " 

F2. p8. L266. G "we are trying to sit here in an hour doing a session with 
someone then expect them to try and take that in" 

F2. pl 1. L389. J "your not expected to work out of hours, but on the other hand 
you just can't catch all the people" 

F2. p14. L513. H "it needs dedicated time, but you don't get the resources" 

Theme lb- Service related Barriers: Service philosophy/model 
Service philosophy prevents systemic working leaving therapists feeling that their 
hands are tied and confused as to who should be doing the work with families. 

Fl. p6. L215. E "the situation was just getting worse and worse and we kept 
saying "yes but there are more implications, there's more 
problems arriving on this... ", and your told not to get involved" 

Fl. p6. L232. E "There's no conception that this is actually going to affect this 
persons rehabilitation in terms of discharge. " 

Fl. p16. L644. E "there are also a lots of issues about our roles and 
being seen to do this and not to do this" 

F2. pl. L23. J "I think it depends on the therapist working ... 
how 

much contact there is with the family" 
F2. p7. L235. H "who is it that is supposed to provide that" 

Theme 2a- Family Related Barriers: Engagement 
Do families have the resources, time or inclination to work collaboratively with 
therapy staff. 

F1. p4. L126. A "people are kind of like working and come in the evenings" 
F1. p4. L132. E "they are the only parent left who is looking after the kids" 
Fl. p9. L357. E "they don't want them involved in this next case review 

because they have issues they want to talk about that are 
personal" 
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F1. p10. L406. B "Sometimes, you get the other type, people who actually don't 
want the responsibility of what is entailed" 

F2. p13.479. L "for them they may be so time pressured" 

Theme 2b- Family Related Barriers: Secondary carers 
Difficulties faced by secondary carers such as children or parents of brain injured 

patient. 

F2. p4. L109. I "with teenagers and parents we have conflict with them trying 
to establish a role" 

F2. p4. L112. I "the teenagers a lot of them are going through so much 
personally, then they are reluctant or just can't handle anymore 
emotional overload" 

F2. p8. L261. L "they got so many other things going on, other issues in their 
life" 

Theme 2c- Family Related Barriers: Family adaptation 
The family's poor adaptation to the injury and subsequent internal conflicts, can act as 
a barrier to collaborative work with team. 

F1. pl. L10. E "if they are very anxious and defended then it's more important 
to get in there at the early stage" 

Fl. p3. L88. A "then you get other people who are just completely in shock 
and really don't know what to do" 

F1. p6. L241. B "I heard the spouse shouting at the mum, saying "your always 
treating him as a child, and he's not he's a grown man, he's got 
a partner and a baby" and they started physically attacking each 
other" 

F1. plO. L396. E "they are too caught up in what they want and what they are 
afraid of and what they need, and that's where you get these 
conflicts" 

Fl. p12. L458. A "you got one parent who wants the patient to come home, and 
then the other patient is saying "actually what is it going to 
mean".. 

Theme 3a- Information needs: Prognosis 
Beliefs and hopes about recovery are affected by the family's awareness of cognitive 
deficits. 

Fl. p1. L33. B "a particular patient on the ward whose particular relationship 
with this person does not have any insight into the patients, 
they have a lot of cognitive problems. " 

F1. pl 1. L447. C "one question you often get asked is "will he be 100% better? "" 
F1. p3. L100. C "we have the legacy of what has happened in the acute sector as 

well and a lack of potential education about prognosis, length 
of stay... " 

F2. p3. L95. L "especially for the children who really don't understand what 
has happened to their mum or dad" 
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Theme 3b- Information needs: Rehabilitation process 
Lack of information provision and understanding about rehabilitation and prognosis. 

Fl. p5. L162. A "I think that's the hard part is how do you explain the 
individually tailored therapy programme" 

Fl. p19. L373. C "the relative helps the client walk but not in the right way, so 
the earlier we educate them the better really" 

Fl. p11. L440. B "Some people don't realise that it can take a year to have 
housing adaptation" 

F2. pl. L9. J "because we work with head injury all the time we forget that 
there is little understanding amongst lay people" 

F2. pl. L11. J "when you talk to families you realise often how little 
information they have been given" 

Theme 4a- Misconceptions: Mis-information 
Beliefs formed through miss-information. 

F1. p3. L104. B "I think these people have been told many times by, I don't 
know who, that their going to come here and walk" 

F1. p19. L755. F "sometimes you get "oh well uncle Jack said this" and 
well that isn't exactly what I said to uncle Jack" 

Fl. p22. L865. E "if somebody has a stroke or a cerebral bleed or, it's like "if I 
have sex will it happen again'"' 

F1. p3. L116. E "people think they won't leave until they have a good level of 
cognitive function" 

F1. p17. L650. E "you get them say "he hasn't got cognitive problems, I have 
done a bit of psychology and I tell you he's not got cognitive 
problems" 

F2. p4. L129. L "kind of see this place that she comes to as a bit of a nut house, 
like she would describe it as being full of mental weird people" 

Theme 4b- Misconceptions: Perceived roles 
Perceived roles of family members in the rehabilitative process. 

F2. p2. L66. J "not being something they need to be a part of' 
F2. p9. L323. I "... where the mother wants to do everything for the daughter.. " 

Theme 5- Support Systems 
Importance of support systems and the benefit of sharing experiences with 
others in similar situations. 

F1. p5. L166. A "the families themselves the patients will get the most 
support from the people around them the people who 
have been through similar experiences" 

F2. p3. L] 03. G "the teenage section seem very reluctant, and in a way it seems 
harder to target them and try and look at support systems for 
them" 

F2. p7. L241. J "there have been situations here where the client's carer needs 
more support than the client" 
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F2. pl 1. L408. H "the most positive things I hear from clients here is about the 
support they gain from peers, you know just meeting other 
people who have had similar experiences" 

F2. p14. L520. I "People with support networks seem to fair better" 

Theme 6a- Expectations: Family expectations 
Expectations of family members can influence level of involvement in rehabilitation 
process for the good and for the bad. Perceived role in process. 

F1. p5. L193. E "who's gonna be the main next of kin and who's going to take 
the main responsible to care" 

Fl. pl l. L417. B "a lot of people say they want to maintain their role as partners 
and not carer" 

Fl. p12.467. A "expecting the parents or spouses to make, to have that decision 
of trying to agree or prepare or think about what's realistic" 

F1. p13. L528. A "it goes back to expectations, and that process cannot be 
expected by anybody to be achieved in 16 weeks" 

F2. p2. L64. J "I think sometimes people see this place as a kind of respite, 
it's an opportunity for them to have a break" 

F2. p14. L518. I "We see people at the longest for a year and the family are with 
them possibly for 20 years" 

Theme 6b- Expectations: Team expectations 
Expectations of the team on clients and family members. 

Fl. pl. L17. B "I don't think it's a choice really it should be done" 
F1. p1S. L693. D "different therapists or people who intervene will be asking 

them to do different things... " 
Fl. p20. L805. C "and we need to understand what they want to achieve as well 

as them understanding the potential they can achieve" 
F2. pl O. L349. H "we have got a lot of expectation about our client's and their 

families" 
F2. p13. L489. G "I can walk away until next week.... imagine having to live 

with that 24 hours a day" 

Theme 6c- Expectations: Client expectations 
Patient's high expectations about recovery. 

F1. p4. L149. C "you know they expect if someone has had a stroke, you know 
their talking to someone else who has had a stroke, they expect 
to get the same prognosis" 

F1. p4. L156. B "oh I will be walking with a stick by then, I'll be eating 
whatever, I think they always look to the best case scenario" 

F1. p14. L538. D "often people feel like they are treading water before they come here" 

Theme 7a- Cultural issues: Cultural awareness 
Need to address cultural background prior to intervening. 
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Fl. p20. L775. E "because it's cultural, that you gotta respect that not everyone 
is like an ordinary Joe family from, white British family" 

F1. p20. L781. E "but to modify something that's cultural, even if it doesn't 
work, you know we shouldn't touch it" 

F1. p21. L826. A "those who have had it hard most of their lives have probably 
been the most rewarding, because they were really grateful for 
the support" 

F2. p3. L74. I "because of the nature of the head injury we are dealing with a 
huge cross section of society" 

F2. p9. L336. H "it's about finding out about that person within the family 
context and not making assumptions" 

Theme 7b- Cultural issues: Implications for rehabilitation 
Need to place interventions in cultural context. 

Fl. p20. L797. B "but if your culture and belief are the same and so it's not 
matching up with what rehab is perhaps that person isn't 
suitable for rehab" 

F2. p9. L320. I "is that putting western medicine, idea's onto people, because 
who is to say how a family should operate" 
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Worldng with families affected by brain injury: The views, beliefs 
and experience of professionals providing inpatient and outpatient 

rehabilitation for acquired brain injury. 

Dear Participant 

I would like to thank you again for taking part in this research study. The focus 
groups have now been transcribed and analysed. The analysis has involved identifying 
salient themes that emerged from the data. This has led to a number of themes being 
generated that hopefully reflect the content of each focus group. 

In order to ensure that these themes do indeed capture the essence of the groups it 
would be helpful to collaborate the findings with those who participated in the study. I 
have therefore enclosed a brief overview of the themes identified along with a 
selection of the quotes used to devise them. 

if you can spare some time reading this information and try to reflect back on the 
group itself, you may then be able to agree with or make comments on the themes 
generated. Please use the form attached to make any comments or suggestions and 
return using the envelope attached. 

This exercise is purely voluntary and returned comments will remain anonymous. 

Thank you for your ongoing support with this research project. 

Yours Sincerely 

Christopher Morrell 
Trainee Clinical Psychologist 
Warwick University 
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Working with families affected by brain injury: The views, beliefs 
and experience of professionals providing inpatient and outpatient 

rehabilitation for acquired brain injury. 

Feedback Form: 

Please write any comments regarding the themes generated from the data collected. 
These may be in relation to the actual labelling of themes, the focus of themes or any 
agreement/disagreement with themes: 

Return to: Chris Morrell, 12 Dawson St, Smethwick, West Midlands, B66 4JB 
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Focus Group In-patients 

Theme la- Service Related Barriers: Resources 
Therapists discussed resource limitations such as inadequate access to funding, time 
constraints, issue's regarding geographical catchment area and general demands on 
the service. 

"there's budget issues you know, we are not really funded by the health 
authority to actually work with families" 

"they're here for 12 weeks regardless of the family" 

"the more people that you involve the more difficult it will be as well 
and who is the most important to that..... " 

Theme lb- Service related Barriers: Service philosophy/model 
Service philosophy prevents systemic working leaving therapists feeling that their 
hands are tied and confused as to who should be doing the work with families. 

"it's almost like a decision to what level the family should get involved and 
who should involve them" 

"do you know that poem, `anybody, everybody, somebody, nobody'. 
So anybody thinks they can do it, everybody should do it, somebody 
should do it and nobody actually does" 

"there are also a lot of issues about our roles and being seen to do 
this and not to do this" 

Theme 2a- Family Related Barriers: Engagement 
Do families have the resources, time or inclination to work collaboratively with 
therapy staff? 

"if it goes down the road... of them not wanting to be involved then we need to 
kind of deal with that" 

"they are the only parent left who is looking after the kids" 

"Sometimes, you get the other type, people who actually don't want the 
responsibility of what is entailed" 

Theme 2c- Family Related Barriers: Family adaptation 
The family's poor adaptation to the injury and subsequent internal conflicts, can act as 
a barrier to collaborative work with team. 

"if you have a family that are very anxious and scared then it can make the 
job a lot harder" 

"then you get other people who are just completely in shock and really don't 
know what to do" 
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"It almost that patients and families have to be at a certain level" 

"you got one parent who wants the patient to come home, and then the other 
patient is saying "actually what is it going to mean".. 

Theme 3a- Information needs: Prognosis 
Beliefs and hopes about recovery are affected by the family's awareness of cognitive 
deficits. 

"a particular patient on the ward whose particular relationship with this 
person does not have any insight into the patients, they have a lot of 
cognitive problems. " 

99 one question you often get asked is "will he be 100% better? "" 

"we have the legacy of what has happened in the acute sector as well and a 
lack of potential education about prognosis, length of stay... " 

Theme 3b- Information needs: Rehabilitation process 
Lack of information provision and understanding about rehabilitation and prognosis. 

"I think that's the hard part is how do you explain the individually tailored 
therapy programme" 

"the relative helps the client walk but not in the right way, so the earlier we 
educate them the better really" 

"Some people don't realise that it can take a year to have housing 
adaptation" 

Theme 4a- Misconceptions: Mis-information 
Beliefs formed through miss-information. 

"I think these people have been told many times by, I don't know who, that 
their going to come here and walk" 

"sometimes you get "oh well uncle Jack said this" and well that 
isn't exactly what I said to uncle Jack" 

"if somebody has a stroke or a cerebral bleed or, it's like "if I have sex will 
it happen again"" 

"people think they won't leave until they have a good level of cognitive 
function" 
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Theme 5- Support Systems 
Importance of support systems and the benefit of sharing experiences with 
others in similar situations. 

"the families themselves the patients will get the most support 
from the people around them the people who have been through 
similar experiences" 

Theme 6a- Expectations: Family expectations 
Expectations of family members can influence level of involvement in rehabilitation 
process for the good and for the bad. Perceived role in process. 

"most of them are just grateful that their child or their spouses have 
survived" 

"a lot of people say they want to maintain their role as partners and not 
carer" 

"they can be like (shouts) "YOU CAN SAY IT, NOW JUST SAY IT NOW, 
NOW, NOW SAY IT... 

"if ya not gonna do your best then we are gonna leave you here" 

Theme 6b- Expectations: Team expectations 
Expectations of the team on clients and family members. 

"different therapists or people who intervene will be asking them to do 
different things... " 

"and we need to understand what they want to achieve as well as them 
understanding the potential they can achieve" 

Theme 6c- Expectations: Client expectations 
Patient's high expectations about recovery. 

"you know they expect if someone has had a stroke, you know their talking to 
someone else who has had a stroke, they expect to get the same prognosis" 
"oh I will be walking with a stick by then, I'll be eating whatever, I think they 
always look to the best case scenario" 

"often people feel like they are treading water before they come here" 

Theme 7a- Cultural issues: Cultural awareness 
Need to address cultural background prior to intervening. 

"because it's cultural, that you gotta respect that not everyone is like an 
ordinary Joe family from, white British family" 
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"but to modify something that's cultural, even if it doesn't work, you know we 
shouldn't touch it" 

Theme 7b- Cultural issues: Implications for rehabilitation 
Need to place interventions in cultural context. 

"but if your culture and belief are the same and so it's not matching up with 
what rehab is perhaps that person isn't suitable for rehab" 
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Focus group Out-patient 

Theme la- Service Related Barriers: Resources 
Therapists discussed resource limitations such as inadequate access to funding, time 

constraints, issues regarding geographical catchment area and general demands on the 

service. 

"it depends on staff availability, demands on the service and how much time" 

"the way the NHS works now is funding, they are funding but what do they 
expect from the funding" 

"we are a regional unit as well, so you tend to get people scattered over a huge 

area" 

"we only get to see them for like three hours here at the unit" 

Theme ib- Service related Barriers: Service philosophy/model 
Service philosophy prevents systemic working leaving therapists feeling that their 
hands are tied and confused as to who should be doing the work with families. 

"the focus is very much on the client and their rehab needs" 

"it just feels more medical model what we do" 

"we don't necessarily think about the family when setting the goals' 

I think it depends on the therapist working... how much contact 
there is with the family" 

"who is it that is supposed to provide that" 

Theme 2a- Family Related Barriers: Engagement 
Do families have the resources, time or inclination to work collaboratively with 
therapy staff. 

"because of cause they're going to be working, and there's an issue about how 
accessible we are to families" 
"we can't force the family to come in" 

"it can also be something as simple as they have had a hell of a lot of time off 
work anyway" 

"you are dealing with a family who have been under an awful lot of pressure 
for a long time, financial, and like you say your asking them to commit to 
coming here on a regular basis" 

Theme 2b- Family Related Barriers: Secondary carers 
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Difficulties faced by secondary carers such as children or parents of brain injured 
patient. 

"the teenagers a lot of them are going through so much personally, then they 
are reluctant or just can't handle anymore emotional overload" 

"they got so many other things going on, other issues in their life" 

Theme 3a- Information needs: Prognosis 
Beliefs and hopes about recovery are affected by the family's awareness of cognitive 
deficits. 

"especially for the children who really don't understand what has happened to 
their mum or dad" 

Theme 3b- Information needs: Rehabilitation process 
Lack of information provision and understanding about rehabilitation and prognosis. 

"because we work with head injury all the time we forget that there is little 
understanding amongst lay people" 

"when you talk to families you realise often how little information they have 
been given" 

"They really don't have a good idea at all what (rehab) offers and the type of 
people are here" 

Theme 4a- Misconceptions: Mis-information 
Beliefs formed through miss-information. 

"kind of see this place that she comes to as a bit of a nut house, like she would 
describe it as being full of mental weird people" 

Theme 4b- Misconceptions: Perceived roles 
Perceived roles of family members in the rehabilitative process. 

"not being something they need to be a part of 

"... where the mother wants to do everything for the daughter.. " 

Theme 5- Support Systems 
Importance of support systems and the benefit of sharing experiences with 
others in similar situations. 

"the teenage section seem very reluctant, and in a way it seems harder to target 
them and try and look at support systems for them" 

"there have been situations here where the client's carer needs more support 
than the client" 
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"the most positive things I hear from clients here is about the support they 
gain from peers, you know just meeting other people who have had similar 
experiences" 

Theme 6a- Expectations: Family expectations 
Expectations of family members can influence level of involvement in rehabilitation 
process for the good and for the bad. Perceived role in process. 

"I think sometimes people see this place as a kind of respite, it's an 
opportunity for them to have a break" 

"some families are told their relative will never walk again, and they walk 
again so they don't know what to believe" 

"We see people at the longest for a year and the family are with them possibly 
for 20 years" 

Theme 6b- Expectations: Team expectations 
Expectations of the team on clients and family members. 

44 we have got a lot of expectation about our client's and their families" 

"I can walk away until next week.... imagine having to live with that 24 hours 
a day" 

Theme 7a- Cultural issues: Cultural awareness 
Need to address cultural background prior to intervening. 

"because of the nature of the head injury we are dealing with a huge cross 
section of society" 

"it is worth talking to families to find out what the family value's are and 
where the client's value's fit into that" 

"it's about finding out about that person within the family context and not 
making assumptions" 

Theme 7b- Cultural issues: Implications for rehabilitation 
Need to place interventions in cultural context. 

"is that putting western medicine, idea's onto people, because who is to say 
how a family should operate" 
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Semi-structured interview schedule: 

The following questions will be used as a guide to the researcher to facilitate 
narrative during interviews. 

Interviews will begin with the opening question: 

"Tell me about how things have changed since (name) had their injury? " 

Further questions or areas of interest that may be referred to during interview, 
but in no particular order: 

" What has changed for you? 

" What has been the most difficult thing to get used to? 

" Did you speak to anyone at the rehab center or did anyone talk to 

you about brain injury? 

" What has helped you to get used to any changes? 

" Are you doing more at home than you did before (housework etc)? 

" How are things at school? 

" Social life, friends, activities any changes? 

" Relationship with un-injured parent, what's that like compared to 

before injury? 

" Relationship with injured parent, what's that like compared to before 

injury? 
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South Birmingham 
Primary Care Trust 

a 10/9 

West Midlands Rehabilitation Centre 
Out-patient Brain Injury Rehabilitation Service 

(Moor Green) 
Moseley Hall Hospital 

Alcester Road 
Moseley 

Birmingham 
B13 811. 

Research on Parental Brain Injury: 

Information Sheet - Families 
Tel: 0121 442 3400 
Fax: 0121 442 3420 

My name is Chris Morrell and I am a student at the Universities of Coventry and 
Warwick. I am currently researching the impact of parental traumatic brain injury 

on children. I am currently looking for families to participate in my research and 
would very much appreciate it if you could take the time to read this information 

sheet. This research project will be supervised by Dr Louise Lorenc, consultant 
clinical psychologist at Moor Green. 

_Background 
information 

There has been a lot of research interest in the impact of traumatic brain injury 
on family members. Most of this research concentrates on the impact on the 
main caregiver, usually spouses or parents of the brain injured individual. Very 
little is known about the impact parental brain injury has on children. Some 
studies have explored the effect of parental brain injury on the child's behaviour, 
but such studies have not sought the views of the children themselves. 

Why Do This Research? 
This research study will aim to gain an insight into how the roles and 
responsibilities of children within the home may change as a result of brain injury 
to a parent. It is hoped that the information gained will help rehabilitation services 
develop. In particular it will identify specific needs of young family members that 
are often not addressed as part of the rehabilitation program. 

What will do l need to do? 
This study will involve interviewing young people between the age of 11-18 
currently living at home with both parents. The interviews will take approximately 
30 - 60 minutes and will be conducted within your own home or at Moor Green, 
whichever is more convenient for you. The interviews will be audio-taped for 
transcription at a later date. All identifiable information such as names and 
addresses will be removed to ensure confidentiality. 

Co.. *"" MiRMp Caww. VoM1 
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Trust Headquarters Tel: 0121 442 5600 
Minicom: 0121 449 8352 

E-mail: info@southbirminghampct. nhs. uk 
Chair Professor David Cox Chief Executive: Ms Cynthia Bower 
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? Do I have to take part 
You do NOT have to take part in this research and you do NOT have to give any 
reason for refusing. You can also withdraw from the study at any time, again 
without having to give any reason why. Refusing to take part in the research will 
NOT affect any of the services you are receiving or may receive in the future. 

What will happen to the information gained? 
The information gained from the interviews is entirely confidential. The transcripts 
will be coded to ensure that they are anonymous. Once the research is 
completed all tapes and transcripts will be destroyed. 

The results of the study will hopefully be published in a number of journals that 
will serve to inform other professionals of the experience of parental brain injury. 

What do I do if I get upset by the research? 
Should you feel distressed in anyway by the research then you may contact the 
allocated psychologist or keyworker at Moor green who works with the injured 
parent. If you feel your child requires further support then you can refer them to 
psychological services via your G. P. 

What do I do now? 
Decide as a family if you would like to take part. If you and your child would like 
to take part then sign the consent form that came with this information sheet. The 
completed consent form should then be sent back to me. 

What if I want to know more? 
If you want more information or have any questions then my supervisors Louise 
Lorenc at Moor Green and Dr Eve Knight at Coventry University or myself will be 
happy to answer them, our details are below. 

THANK YOU 

Louise Lorenc 
Moor Green 
Moseley Hall Hospital 
Moseley 
Birmingham 

0121 442 3400 

Dr Eve Knight / Chris Morrell 
Clinical Psychology Doctorate 
George Eliot Building 
Coventry University 
Priory St 
Coventry 
CV1 5FB 

02476 888328 
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South Birmingham 
Primary Care Trust 

West Midlands Rehabilitation Centre 
Out-patient Brain Injury Rehabilitation Service 

(Moor Green) 
Moseley Hall Hospital 

Alcester Road 
Moseley 

Research on Parental Brain Injury: Birmingham 
B13 8J1. 

Information Sheet - children Tel: 0121442 3400 
Fax: 0121 442 3420 

My name is Chris Morrell and I am a student at Coventry and Warwick 
Universities. I am researching how people aged between 11-18 adapt to having a 
parent with brain injury. I am asking young people if they would like to take part in 
my study. 

What will I have to do? 
I would like you to answer some questions about family life since injury to your 
parent. This will take place at your home and will take between 30 - 60 minutes. 
The interview will be tape-recorded so that I can listen to what was said in more 
detail later. 

Do I have to take part? 
You do not have to take part in the research and you don't have to give any 
reason for refusing. You can also withdraw from the research at anytime, and 
again you don't have to give any reasons. 

What will happen to the information I give in the interview? 
The interview will be tape-recorded. I will then listen to the tape and type all that 
is said onto computer. Your name and personal details will be kept private. Once 
the research is completed all tapes will be destroyed. 

What will happen to the results of the research? 
The results of the research will be written into a report and published in a journal 
that will be read by others who work with people with brain injury. 

What if the interview upsets me? 
If you get upset by what has been talked about in the interview you will be given 
the choice of talking things through with your parents or doctor who can find 
someone qualified for you to talk to. If you want a completely confidential service 

ii aý1 1 

jr4 ýý 
ýoýý`oa 

Trust Headquarters Tel: 0121 442 5600 
Minicom: 0121 449 8352 

E-mail: info@southbirminghampct. nhs. uk 
Chair: Professor David Cox Chief Executive: Ms Cynthia Bower 
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you will be given the number for Childline, a telephone support service for 
children 

What do I do now? 
Decide if you would like to take part. If you would like to take part then tell your 
parents and sign the consent form that came with this information sheet. The 
completed consent form should then be sent back to me. 

What If I want to know more? 
If you or your parents want more information or have any questions then my 
supervisors Louise Lorenc at Moor Green and Dr Eve Knight at Coventry 
University or myself will be happy to answer them, our details are below. 

THANK YOU 

Louise Lorenc 
Moor Green 
Moseley Hall Hospital 
Moseley 
Birmingham 

0121 442 3400 

Dr Eve Knight / Chris Morrell 
Clinical Psychology Doctorate 
George Eliot Building 
Coventry University 
Priory St 
Coventry 
CV1 5FB 

02476 888328 
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South Birmingham 
Primary Care Trust r, ýr; ýý 

West Midlands Rehabilitation Centre 
Out-patient Brain Injury Rehabilitation Service 

(Moor Green) 
Moseley Hall Hospital 

Alcester Road 
Moseley 

Birmingham 
B13 8JL 

Consent Form 
Tel: 0121 442 3400 
Fax: 0121 442 3420 

If you would like to take part in the research project then please read the 
following Information before signing the consent form and tick the boxes: 

"I have read the research information sheet. Q 

"I understand that I can withdraw from the research at anytime, 
and I do not have to give reasons for doing so. Q 

"I understand that not taking part in the study or withdrawing 
at anytime will NOT affect the services I receive. Q 

"I understand that all information provided will be made anonymous, 
and that I will not be identifiable from any final reports written. Q 

"I understand that findings from this research will be written up for publication 
in journals read by other professionals who work people with brain injury. Q 

I have read and understand the information regarding the research project and 
agree to my child taking part: (both parents to sign) 

(1) Name of parent or guardian ....................................... (please print) 

Signature of parent or guardian ....................................... 
(2) Name of parent or guardian ....................................... (please print) 

Signature of parent or guardian ....................................... 

C^Tffended 
NIALTMCARFSFRVIQ 

seew. A... d 
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I have read and understand the information sheet regarding this research and 
agree to taking part (children to sign). 

Name(s) of children ....................................... (please print) 
....................................... 

Signature(s) of children ........................... ............................... 

Would you like your mum or dad to be with you during the interview - YES / NO 
(please circle) 

....................................... 

....................................... 

Today's Date ............ / ............. / ........... 
I would like to receive a summary of the research findings YES/ NO (circle) 
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R0 so that's seven weeks that must have been quite tough 
15Z, 

X\k 

ý Y ý-ý ". -} 
ý, ýý. e. uýý 

C7 that's another thing like going back to my schoolwork, 
because we were in hospital until about 8 o'clock every night 
because .... 

(Mum says-he didn't want to leave me)... no one 
r, i did really, so I was having to do some of me homework at 4a ri 

the hospital so I wouldn't get all of it done some of the times sý w-"ý 

R so quite a disruption, and what was it like when you got 
home, was the house all upside down and ...? 

C7 yeah, dad was cooking and stuff so it was takeaways most 
nights 

(laughter) 

R but very odd not having your mum here and obviously it 
sounds like you just didn't want to be apart from her, be 
away... 

týlQý tý. -rýrý 
ý' 

ýýG:.. ']c+ýºý 

ý 

*ý 

ýtý. ý. r-ýý. ý 

C71 ,N no, I just didn't want to be away, and I mean if go home for 
the weekend, I would go see my mum in the morning and 
when I got back I would go and see her in the night and then 
go back home 

R apart from the people at school did you speak to anyone else 
about what had happened? 

Gý" ý- 'ý P C7 erm, no not really. I suppose I didn't really know what to say 
is really. I spoke to a couple of my close friends about it, but I 

didn't really speak to anyone else, apart from I suppose the 
ý :t *ýý " 

i iA 
, ýti"ýý, ý, \kýýý. 

4vv" C7 

R 

C7 

IKn 

R 

people in my iamuy, just uue my auntie 

what sort of things did they say, your close friends...? 

erm, well they were just concerned for me more than 
anything, asking me how I was and ...... (inaudible) 

do you think they understood what had happened? 

I think, I don't think people really understood what a stroke 
was, I don't think they really knew that it was as serious as it 
was 

but you realised.... 

(cat enters room-discussion about pets) 

Hý.... ý ý.. b. ý 
4ýA/G. 4ý 

-r.: ýý-"ýý ý-- 
ýý . 
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;2 -0 R so you still see your friends quite a bit, how about activities 
and sort of things with your mum and dad, has that changed 
at all 

Aw, 
-'r r7 

ý \ýiu. 'ýCvc: r. 
ý 

- 
ývrr\ 

C47 

5ý"ý 
, no rv ý... ý 

TQ ýc. 'h A ýý ' ýlz' 

ý.. ý ý' ýý º�ý "+". ý 

Cýýs 
ýýýýýrý; ". ýcn''f N. 

rý.,.;.,. b ýý«5 - 
I 
ýk, oý. ýe--:.. ý ý"ý`' 

V w. 
, rý . ,., _ r c1ýý 

_ 

\º. ý, 

( 
,, '} 4. ýý? 

ý\ A}; J " 

ýý 
, 'c 

. YM 

yeah, I suppose because like me mum... like when we went 
on holiday, some of the stuff like when we played pitch and 
putt golf or miniature golf, me mum couldn't join in because 
she couldn't use her left arm so... that was a bit different and 
sometimes it was a bit upsetting for me mum I suppose 
because she couldn't join in 

R and was that upsetting for you that she couldn't join in? 

C7 yeah it was a bit yeah, I felt a bit sorry for her really 

R not very nice to think I can do this and mum can't 

(discussion about holiday) 

R when your mum first went into hospital and when she first 
came out, did anybody talk to you about what happened, like 
doctors or nurses... ? 

C7 no they didn't, I think they spoke to my dad a little but it was 
more like explaining to my dad, because my dad was there 

IZ nearly all day everyday so dad gotIMP . tf 

4%iped the nfö 

R so dad relayed the information, do you think he held anything 
back? 

C7 I don't know really. I think he told me most things, he was 
quite... but a couldn't really say, I don't think he held 
anything back 

(mum interrupts) 

R so what about when your mum started at (rehab ctr) seven 
weeks ago, has anybody spoken to you from there like (OT) 
or anybody? 

C7 no, I was here once when me mum had to practice cooking a 
, 1S meal in the kitchen and she made me something, I just had to 

be here for that didn't i... and me mum just made something 
and I just had to be here to eat it 

R ý- ý 
\ý -ý-_ 

»" --r, - �--. ---- . ..; . J. w., L `. ILL" lit. 1IV1 . 

you know what the actual point of that was? 
that's a tough job isn't it, I just gotta he here to eat it. So do 

ý. ýý-. ý ýýc. - ýý 

I 
ý. ý� n5, ý.. ý ej, o.. o -\ 

ý PV A\v ý,. c... ý+' 

ýý ý-h : 
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C7 I suppose to see how practical my mum was around the house 
and to just try and help her do things v �ý,.; sý. r. ý"W 

R and were there any other things that erm, so you have seen 
her doing the cooking, and you had to eat it (laughter) but 
there are other things people might need help with like their 
memory or things like that... 

G "'ýýý°- C71"'yeah, I mean, sometimes she does forget things I suppose, 
and sometimes there can be like arguments about things, 
because my mum will tell me to do something and then when ~''"ý 
I've done it she will sort of tell me again and sort of end up 
like .... there could be an argument... 

i !, 'ýý oýý. cn's 
ýn 

ýýý5 ýýb ý ýýý 
cºbLýevoý'ý 

sýcý.. dvsýrwý. ýý � 

R that sounds quite tough, because that must be quite 
frustrating to be told that... 

C7 it can be quite frustrating 

R but you understand why she is doing that, because it's a 
memory problem... does your mum use a diary or anything 
like that? 

C7 erm, I don't think so 

R no one has spoken to you about using a diary 

(mum interrupts) 

R what do you know about the (rehab ctr) diary? 

C7 ern, I thought it was just about when she had to go and dos 
certain things and.... physiotherapy.. . 

R we have talked a bit about doing the cooking, which is 
occupational therapy, you mention physiotherapy, what sort 
of things happen in physiotherapy...? 

C7 I think it's just to erm, it's like trying to help my mum with 
her arms and things like that and sometimes when she's in 
pain with her shoulder they help her with that, like with 
acupuncture and things like that... yeah I was there one day 
when me mum had to have acupuncture because that was in 
the summer holidays, because we had to go out..... 

R so you have actually been along to physiotherapy, you have 
been along to that, you've seen a bit of OT work going on. 

t 6ý Are there any other things that your mum struggles with? 

ý,,.,, r. ý ý,. ý . u. ýý 
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prss"ý-«ý "` 
;. ý, pýö\ ý'ýr"a'` 

ý`ý " Qcv 

ý ý. 

C7 well I mean first of all there was her speech and sometimes 
we had to help her, because she had sheets to practice words iý;, dý., _. "dýý 
and we would like read things out and stuff and mum would 
like read them to us... speech therapy... my sister done quite a 
lot of it, just like holding the sheet for me mum, and me mum 
would read for a bit and then tell her if she had done some 
words wrong 

R and what do you think all that achieves at the end of the day? 

C7 I suppose to help her get back to a more normal life, the same 
as before the stroke happened 

R and what do you think, your mum's been at (rehab ctr) for 7 

weeks, erm, what do you think goes on there, what's your 
idea of what goes on there? 

ý clý 
�C 

J 
I suppose (inaudible) are that they help her become more 
active, like she said she gets bored at home and things like 
that and like I said again to like help her get back to normal 

R what sort of things go on there, is it the sort of stuff that you 
have seen... 

C7 erm, yeah I know that she does a woodwork class where she 
is making something, things like that 

R what does that sound like to hear your mums doing 
woodwork? 

C7 it sounds a bit strange 

R 
iý`,, ýý ý. ý.. ý ý.:... 
ýýý , ý. ýý-ý 
Iý ý�`"ý yý 
Qýýý, 

y ýý5, ý 

ýe 

ý`ý'ý.. 
ý. ý.. --ý-ýý ý 

it's great in there isn't it (brief discussion about woodwork) 
so it's a place where your mum can go to meet people and get 
better. What do you think about that in terms of the future, 
where do you see your mum in a year or two years time? 

C7t' 1 don't know really, I do try to be more positive about things. 

3m 

I think she will be like a lot more back to normal, her speech 
will be a lot clearer and I think something that me dad said, 
like her stamina, she will be able to walk further and do# 
things 

R has anybody spoken to you about recovery from stroke, like 
how long it can take? 

C7 no, no. I suppose I have heaMifferent things, like it can take 
a long time 

pcý+. b . 

<-ý. b I 

Qý? ý-.. ºý v , ý. 
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C7 

what about for you then, you see things getting better for 
your mum, what about your views of the future, do you think 
anything will change for you because of this? 

I think erm, I don't know really, maybe I will have to do less 
things for my mum, because she will become more 
independent, that's all I can think off 

are there things, have you got like hopes and ambitions and 
things... 

yeah I'm interested in journalism, like writing for a sports 
paper 

R so that's your goals (short discussion around college and 
university) 

p C7 (referring to university) it depends how mum is and if dad 
can cope with it, and my sisters if there at home or... 

R so you would think about all that before choosing where you 
would go, if you felt comfortable you could go off further if 
you wanted to... 

C7 yeah, I mean I could live at home and just catch a bus to 
Birmingham University (mum interrupts) 

R so in terms of the future you still have a good focus and feel 
that things are quite positive for your mum and things, how 
about things for your dad and sisters? 

ý Qvýý ýº-ý 'ýý- 
C7')2 erm, I think there will be less pressure on me dad, I suppose 

llý. ýýcsý\S eRQ \y R 

ý ý' 
luý. 

rý. A. ý CRýtý1r+-ý, 

sometimes it can get a bit much having to take over the 
central role 

so is his role like your mums...? 

C7 yeah, he used to be sort of more, I dunno, you (addressing 
mum) used to be more in control and ... 

R so mum was the boss 

C7 but now dad has to do a lot more 

R that must have been a massive lesson to learn to lose the 
main provider the one who holds the place together. Do you 
think he will stay doing more? 

C7 yeah 

V va- 

" '-ý 

L'\r. hnuý\aý t'ýýý 
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Recurrent themes identified from each interview transcript 
forming each Maior Themes 

Key to annotations: 

C (+number) Participants e. g. C1 
Number Page numbers 
Bold print Major Themes 
Italics Recurrent themes 

(short term) INITIAL SHOCK 

Emotional impact 
Shock 

Realisation 
Initial fears 
Turning to god 

C 1,28,31 / C4,312 
C1,47/C2,121/C3,202/C5,75/C7,130/ 
C8,32,268 /C9,156/C10,34 / Cl 1,114 
Cl, 79 / C6,42 / C7,385 / C8,273 /C10,42 
C 1,95 / C6,38 / C6,52 / C7,154 / C8,74/ C9,161 
C3,249 

(long-term) IMPACT ON CHILD 

Hopelessness/feeling lost 

Bottling of feelings 

Need to be near 

Reliability of parent 
Feeling forgotten 
Shattered dreams 
Behaviour 
Impact on schooling 

Cl, 141,341 / C2,104 / C4,54,525/ C9,50,191,193 
/C12,3,54 
Cl, 125 / C2,333 / C3,21 / C4,37 / C6,219 / C7,43 / 
C8,184 
Cl, 126,178 / C2,527 / C6,16 / C7,181 /C10,38 
/C11,7 
C2,13 / C4,460-466 
C4,45,65,177,280 
C4,327 
C4,42 / C6,110 / C7,107 
Cl, 35 / C7,73,171 / C8,163/ C9,109/ C11,54,93 

PERIOD OF ADAPTATION 

Strength of relationships 

Changing roles 

Responsibility 

Sacrifice 

Support from family 

Peer support 

Support from school 

Cl, 63 / C2,45,192 / C3,211 / C5,34 / C7,352/ 
C9,325 /C10,181/ C11,180,207 
C3,60,228 / C4,27,28,90 / C5,9 / C7,328/ 
C9,101,204 /C12,15 
C2,110 / C3,65 / C5,260 / C7,3 / C8,14/ C9,94,371/ 
C 10,9,25/ C 11,216 /C 12,25,42 
Cl, 469 / C2,233 / C4,5,18 / C5,49,177 / C6,27/ 
C9,361 /C10,190 
C2,230,251 / C3,28 / C4,17,501 / C7,444 / C8,172/ 
C12,87 
Cl, 165,333 / C4,516 / C5,168 / C6,100,189,196, 
232 / C7,188/ C9,126,209/ C10,109 
C10,62,68/ C11,62 
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ACCEPTANCE 

Making allowances 
Accepting impairments 

Take things day by day 

Cl, 6/ C3,26/C6,9/C9,248,256,341 /C10,3 
Cl, 376 / C3,4,7,194 / C4,211 / C6,6/ C7,11,205 
/C9,20/ C10,13,35 /C11,134,195 
C2,212 / C2,16/ C11,36 

BELIEFS ABOUT RECOVERY 

Positive view 

Slow process 
Expectations 

Cl, 396,416 / C2,455 / C5,86 / C5,246 / C7,297,465 
/ C12,173 
C2$37,67 
C2,400 / C3,158,340 / C4,303 / C5,2.51,288,332 / C6, 
179 / C7,278/ C9,28 /C11,222 

INFORMATION NEEDS AND PROVISION 

Trying to forget/ 
Don't want to know 
Shielded from information 
Information handed down 
Input from professionals 

C2,53,85 / C3,16 / C7,49 
C9,288,301 
C3,91 / C3,289 
C3,288,324/C5,104/C6,60/C7,218/C9,96 
Cl, 155 / C2,89 / C3,126,282 / C4,290 / C6,75/ 
C9,276 /C10,86/ C11,137/ C12,111 

UNDERSTANDING OF INJURY AND REHABILITATION 

Prior experience/knowledge 
Rehab a home 
Perception of rehab 

Understanding of injury 

Frustrated by deficits 

Cl, 296 / C3,205 / C7,131 
Cl, 390,392,408 / C2,265,306 / C4,271,275 
Cl, 264,283 / C2,261 / C4,259 / C5,190 / C7,235 / 
C8,307/ C10,158,166 /C11,157 /C12,119 
C4,129/C5,115/C6,158 / C8,48/ C10,122,130/ 
C12,62 
C4,123,132 / C7,242/ C9,259 

PERIOD OF REFLECTION 

Life not perfect 
Reality of life 
Feeling guilty 
Duty 
Regret 
Time is a healer 
Could be worse 

Cl, 195/C4,317 
Cl, 197 / C4,337,338,339 / C6,204,206 
Cl, 353 
C2,188 / C5,154 
C4,182 
C5,350/ C11,167 
C7,410,414 / C8,100 
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VIEW OF THE FUTURE 

Giving something back Cl, 309 
Future ambitions C1,299 / C7,318 
Change of heart C2,101 
Concerns C4,99,106,285 / C6,212 / C8,336,358 
Make the most of life C9,60 /C10,142 
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