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Foreword

Acquired Brain Injury has been termed the 'silent epidemic' of our modern times, its effects often
underestimated and misunderstood . The sense of loss for survivors, their families and carers can
be enormous, and perhaps never more so than when it is a child 's life which has been so
dramatically altered .
For the staff at the National Rehabilitation Hospital , who treat children with acquired brain injuries,
there is an awareness that when families are discharged into their communities they are only at the
beginning of a long journey. We send children home to an altered future and often to inadequate
practical and emotional supports. These children are testament to the wonders of modern
medicine, but what happens to these families in the longer term? What are the ongoing
implications of having such an injury and how have we, as service providers , responded?
It was the desire to find out what happened to these families and their carers in the years
following discharge from the National Rehabilitation Hospital which prompted this unique piece of
research . The idea also had its origins in the United Nations Convention on the Rights of the Child ,
the National Children's Strategy and the Commission on the Status of People with Disabilities.
The Hospital, in partnership with the Eastern Regional Health Authority, the National Disability
Authority, the Katherine Howard Foundation and the Society of St. Vincent de Paul Holy Cross
Conference/South Dublin Area, commissioned the Children's Research Centre, Trinity College,
Dublin to carry out this work on our behalf. The purpose of the research was to document the
experiences not only of parents and professionals, but also those of the children themselves and
their siblings. It was envisaged that this piece of research would identify gaps in existing services
and provide a basis for the planning and development of further appropriate, effective service
provision . Representatives of the National Rehabilitation Hospital , the Eastern Regional Health
Authority and the National Disability Authority have been active members of the Steering Group
during this project.
The particular concentration of this report on the experiences and needs of children and young
people w ith Acquired Brain Injuries is extremely valuable and wholly appropriate . It is these
individual experiences and needs that the planning and delivery of services must be tailored to
meet. The importance of supporting families is also given proper recognition . Families playa
hugely important role in care giving, but their own health, emotional and social needs can be
overlooked . The report itself is testament to the approach of the National Rehabilitation Hospital
and its staff, which is always to strive to respond as comprehensively as possible, and on the basis
of best practice, to the needs of clients . The Eastern Regional Health Authority is committed to
working in partnership with the National Rehabilitation Hospital , families and service providers to
achieve the goal of a comprehensive service that fully reflects the needs and aspirations of young
people with acquired brain injuries and their families.
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Within the National Rehabilitation Hospital, this work was initiated and co-ordinated by members
of the Social Work Team in co-operation with members of the Paediatric Nursing Team . Our thanks
to these individuals and also to Dr Hugh Monaghan, Consultant Neuro-Paediatrician and the
Paediatric Team for their invaluable contribution. A special thank you to Sister Stella Lambert,
Ward Sister of the Children 's Unit, who was so enthusiastic about the project from the outset and
who has dedicated most of her professional life to these children. We would also like to commend
the teachers in the NRH school and the group of inpatient children who provided the artwork for
the cover of this document.
Most importantly this research would never have happened if it were not for the families who
shared their experiences and their heartbreak and gave so willingly of their time. Many spoke of
their desire to make a difference for their children and for those families who will inevitably come
after them.
By their Involvement we hope to educate the community at large about what it means to have an
Acquired Brain Injury and, in partnership with these families and with each other, we hope to
advocate for change.

Derek Greene

Michael Lyons

Claire O'Connor

CEO
National Rehabilitation
Hospital

CEO
Eastern Regional
Health Authority

Director
National Disability
Authority
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Origins of the study

The idea for this piece of research originated within the Social Work Department and we played
an important role in bringing it to fruition .
As Social Workers, we are engaged in listening to our clients and their families, enabling them to
connect with both their own resources and the services available within the wider community.
We playa role in influencing Social Policy and highlighting gaps in services.
For those of us who work with people affected by Acquired Brain Injury, it has been our
experience that many of these families have little or no service provision following discharge from
the National Rehabilitation Hospital. Parents and carers of these clients are almost totally
dependent on their own resources to cope with the enormous tasks they face. The children who
attend the paediatric service are reviewed as they grow and develop. These children offer a
unique insight into the often devastating and long-term impact of Acquired Brain Injury on the
family unit. We hope that this research will give voice to the struggle in their daily lives.
An enormous amount of 'behind the scenes work ' went into this project, co-ordinating with the
Children's Research Centre, Trinity College, Dublin, accessing funds and liaising with the
stakeholders.
My particular thanks to all my colleagues on the Social Work team, particularly Anne O'Loughlin ,
Senior Medical Social Worker. Other people who worked alongside me in the hospital were,
Sister Stella Lambert, Bernadette Lee, Clinical Risk Manager, Claire Conway, Acting Ward Sister,
Dr. Hugh Monahan, Consultant Neuro-Paediatrician and Derek Greene, CE.O. It was through
our combined efforts that this invaluable piece of research was made possible.
The Social Work Department is committed to working towards adequate and appropriate services
for children affected by Acquired Brain Injury. Our role in BRi (meaning strength and
understanding) the Acquired Brain Injury Advocacy Association, is dedicated to advocating for al l
those affected by Acquired Brain Injury. We are working in partnership with families towards
achieving these goals.
'We cannot wait for great visions from great people because they are in short supply . .. We must
light our own small fires in the darkness' (Charles Handy)

We look forward to the contribution this research will make, to future government policy and
service provision .

Rosaleen Maguire

Head Medical Social Worker
National Rehabilitation Hospital
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Introduction
The aim of this research was to explore the
experiences of children and their families
following an acquired brain injury (ABI). In
addition, the study aimed to identify the
service and support needs of children and
their families following discharge from the
National Rehabilitation Hospital (NRH) into
their home community. Thus the primary
focus of this report is on families' communitybased needs and experiences .

•

Both children and parents identified
numerous changes in the child with ABI
following the trauma. Children tended to
focus on changes in physical functioning
and limitations in activities .

•

Many parents identified difficulties in
peer relations as a significant feature of
AB I in children and young people .
Parents felt their children often
experienced social isolation, a loss of
friends and a difficulty making new
friends or finding a peer group to which
they felt they belonged.

•

While negative reactions were
experienced by a substantial number of
children, many children and parents
recognised the presence of supportive
friendships as a crucial factor in the
child's adjustment post-ABI . A number of
teachers also identified the benefits of
placing children with their friends upon
their return to school.

•

Both children and their parents depicted
the acquisition of a brain injury during
the period of childhood or adolescence
as a negative emotional experience for
the young person.

Method
A qualitative approach was used to explore
the needs and experiences of children and
their families . A national random sample of
families who had attended the paediatric
services of the NRH within the six year
period prior to January 2002 were chosen to
take part in this study. The sample was
stratified according to the cause of the
injury, with approximately 60% of the
children acquiring their brain injury through
road traffic accidents and 40% through other
causes (e.g. stroke). The study adopted a
family-centred approach, whereby children ,
parents and their Siblings were invited to
take part in an interview. Each family was
also asked to nominate a teacher and a
health professional within the community
who were familiar with the child with AB!.
Twenty-seven families took part in this
research, with 96 interviews and 2 focus
groups carried out in total. The total number
of participants in this study was onehundred and sixteen .

Impact on family members
•

Family members experienced significant
emotional turmoil, stress and frustration
in the aftermath of the child's injury. For
some, this occurred in both the short and
long-term.

•

The separation of families during the
intensive and long periods of
hospitalisation was a particular difficulty
for all concerned .

•

For some siblings, parental absence
during the period of hospitalisation and
the lack of contact with the ill sibling

Findings
Impact on child with ABI
•

The children had a broad range of
perspectives on their adjustment back to
home and community life after a period
in the NRH .

were stressful aspects of their
experience. Some parents perceived that
the intensive care-giving which the child
with ABI often required, both in hospital
and at home, resu lted in the neglect of
their other children.

•

•

Parents experienced significant rolechanges following their child's illness or
injury. The burden of care following the
child's return home typically fell on
parents, frequently resulting in a
restriction of social activities and a lack of
time for themselves .
Parents had many concerns for their
child's future . These concerns typically
related to the well-being of their child,
their ability to cope with secondary school
or their vocational and residential situation
following the completion of schooL

Health care experiences

•
•
•

•

Reports of parents and professionals
suggested one of the over-riding problems
within community health services was the
lack of resources and services to meet the
comprehensive needs of children with ABI
and their families .
Many parents reported receiving a lack of
follow-up services within the community
and fee ling a sense of abandonment
following their discharge from the NRH .
Professionals within the community
reported little experience of working
with children with ABI. A primary need
of professionals within the community
was the need for training and more
information .
Both NRH professionals and parents
themselves, viewed parents as playing a
key role in pursuing services for their
child with ABI and managing their child 's
care needs.

•
•

Community health professionals
highlighted the inadequacy of
communication amongst the various
providers of health services and identified
the need for more formal links between all
stakeholders in the child's care network.
Professionals within the community
identified the need for a team approach
to provide a co-ordinated system of care
to children with ABI.

Educational experiences

•
•
•
•

Children experienced a variety of
difficulties within the school
environment. These included intellectual
and physical problems, and for some,
behavioural and social difficulties .
Despite these difficulties, many teachers
reported that the children adjusted
relatively well to the school environment.
Teachers perceived themselves as having
little understanding or experience of ABI
in children and felt they received little
formal support or assistance from
professional services.
Teachers reported that the children had a
strong desire to fit in and to feel 'normal'
within the school environment .

Key· recommendations
Policy issues

•
•

To develop strategies to promote familycentred care and to foster family unity
and support during the period of
rehabi litation within the NRH .
To consider the care needs and
service requirements of young people
with ABI and develop a strategy for the
management and treatment of all ABI
cases .
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•

To consider the place of ABI in future
disability policy_

•

To promote a co-ordinated system of
care that is responsive to the needs of
children and their families , with adequate
resources to provide a prompt service, as
required_

•

To improve communication between
existing services and to allow for the
consistent passage of information
through the system thus incorporating
the acute hospitals, the NRH and the
community health, social and educational

Information and training
•

To provide information and training to
professionals in the community to
support and enhance their work with
children with ABL

•

To promote public awareness and
understanding of acquired brain injury
and its impact on children and their
families _

services .
•

To develop a plan for preparing teachers
in the community for the education of
children with ABL

•

To develop a system for tracking and
monitoring children's progress and
changing needs as they move through
the educational system _

Provision of services
•

To develop family-centred care within
the community and to recognise the
support and advice required by the
primary caregivers of children with ABL

•

To develop measures to foster the wellbeing of young people with ABI and to
support their social integration within
family, neighbourhood, school and
leisure activities _

•

To provide support and guidance to
young people with ABI prior to and
during life transitions and development
changes, (for example, from primary
school to secondary school and
secondary school to young adulthood) _

Future research
•

To encourage the development of
longitudinal studies from a) the point of
A&E onwards or b) community-wide
epidemiological studies in order to
account for pre-morbid factors _

•

To initiate further research on the social
experiences of different illness groups
(e.g_stroke, traumatic brain injury etc)
and to utilise observational
methodologies to explore peer
relationships and social adjustment

Chapter 1

• •

I

•

Advances In medical science have
contributed to increased survival rates and
Improved outcomes for those who have
suffered from an acqUifed brain InJury. The
current challenge faCing our health and
SOCIal services is to enhance the quality of
the lives of these Individuals by providing
the necessary suppon and services to enable
each Individual to fulfil their potential ThiS
challenge IS Increased when working with
children and young people who have
acquired a severe brain injury The outcome
of a given brain inlury IS difficult to predict, In
both adults and children alike With children
however, acqUired brain Injury (ABI) occurs
In the midst of a penod of rapid change.
During childhood, the consequences of an
acqUired brain injury may not always be
obvious In the Immediate aftermath of th~
trauma, but may only emerge as the child
moves through the developmental trajectory
With children therefore, the challenge is to
proVide the optimum level of care that IS
responSive to their changing needs.

Various terminology IS used In reference to
Acqulfed Brain Inlury. Examples Include head
trauma, brain InJUry, head inJUry, acqUifed
brain Inlury and traumatic brain Injury
AcqUired brain Injury has been defined as
" Injury to the brain which results In
detenoration of cognitive, phySical,
emolionaJ or Independent functions. It can
occur as a result of trauma, hypOXia.
Infection. substance abuse. degenerative
neurological disease or stroke"
(Commonwealth Department of Human
Services and Health, 1994, p26, Cited In
Department of Human Services, 2(01). The
term 'acquired brain InJUry', therefore,
represents a broad classification, refefflng to
both traumatIC brain Injury (e.g. road traffic
aCCIdents, blow to the head) and non
traumatic brain InJury. Much of the sociaJ
SCientific research that exists focuses on
traumatic brain Injury as opposed to the
broader clasSification of acqulfed brain injUry

From a research perspective, there has
been Inadequate Investigation of the
psychosociaJ Impact of ABI dUring the
period of childhood To date much
at .enlion has focused on the
neuropsychological consequences that may
arise from AB!. With a lesser focus on the
SOCial and behavioural effects of ABI There
has also been little focus or children\
experiences of acquIring a brain "'Jury With
a view to understanding what It IS like for
children to undergo such a traumatic and
life-altering occurrence While in recent
times, ",creased Importance has been
placed on the family context in which ABI
occurs (e.g Taylor, Drotar, Wade, Yeates,
Stancin, & Klein, 1995), there has been an
eVident neglect of the stress and demands
placed on Siblings In the event of ABI In the
family
From an Irish perspective the lack of
emplflcal studies Impedes our
understanding of the expenences of
families followlngABlln a child.
Understanding the current situation which
families face In the community follOWing a
penod of rehabilitation In the National
Rehabilitation Hospital (NRH), IS a
necessary step In the IdentificatIOn of long
term service needs and resource
requirements.

PRESENT STUDY
The present research uses qualitative
Interview techniques In an effort to
understand the experiences of children and
their families follOWing an acqUired brain
iniury The main focus of the study IS on the
expenences of children and thelf families
follOWing discharge from the NRH and their
reintegration into their home communities
The emphaSiS on post-dIScharge
expenences allows one to look 'beyond the
doors of the rehabilitation hospital' to the

real life contexts and situations which
families may encounter (Janus, Mishkin, &
Pearson, 1997). The study also seeks to
identify the service and support needs of
those who have been affected by an
acquired brain injury, with a view to making
recommendations for enhancing future

service provision.
The following research questions are
targeted within the present study:
•

•

What are the psychosocial and
educational experiences of children and
their families following an acquired brain
injury in a child family member?
What are the special support needs of
parents in parenting a child with an
acquired brain injury?

•

What is the impact of ABI on the family
unit as a whole?

•

What is the nature of existing service
provision for children and their families in
the community following discharge from
the National Rehabilitation Hospital?

•

What are the needs of community
professionals in working with children
who have acquired a brain injury?

The initial idea for this research originated
within the social work team in the NRH . The
Children's Research Centre, Trinity College
Dublin, was subsequently commissioned to
carry out this research on behalf of the
hospital. The National Rehabilitation
Hospital were the primary funders of this
study but were supported by the National
Disability Authority, the Eastern Regional
Health Authority, the Katherine Howard
Foundation and SI. Vincent de Paul Holy
Cross Conference/South Dublin Area
County Council

The research project was supported by an
advisory group comprising of members of
the research team, professionals from the
NRH, professionals from the disability
sector and service planning and a parent
representative. The role of the group was to
provide advice and guidance throughout
the study. Members of the group, which
was chaired by Mr John Collins,
Department of Health and Children, were :
•

Prof Robbie Gilligan, Director &
Professor of Social Studies, Children's
Research Centre, Trinity College Dublin;

•

Dr Caroline Heary, Post-doctoral Fellow,
Children's Research Centre, Trinity
College Dublin;

•

Dr Diane Hogan, Lecturer in Psychology
& Senior Research Fellow, Children'S
Research Centre, Trinity College Dublin;

•

Sr Stella Lambert, Sister of Paediatric
Ward /Claire Conway, Acting Ward
Sister, The National Rehabilitation
Hospital;
Rosaleen Maguire, Head Medical Social
Worker, The National Rehabilitation
Hospital;

•

•

Diane Nurse, Service Planner for Physical
Disabilities, Eastern Regional Health
Authority;

•

Anne O'Loughlin, Senior Medical Social
Worker, Paediatric Team, The National
Rehabilitation Hospital;

•
•

Patrick Pierce, Parent Representative;
Dr Mike Timms, Senior Psychologist /Dr
Anne Good , Senior Researcher, The
National Disability Authority.

RESEARCH APPROACH
This research adopted an innovative
approach to understanding the needs of
young people with an acquired brain injury,
through its inclusion of the views of
multiple stakeholders. The study explored
the views of children themselves, their
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siblings, parents and professionals who
work with children with an acquired brain
injury. As such, the research participants are
regarded as experts in terms of their roles
and experiences, and have an important
part to play in identifying the current
situation that exists for children and families
in Ireland.
To date, inadequate consideration has been
given to understanding the views of
children and young people on what it is like
to live with an acquired brain injury. In an
effort to comprehend the true impact of an
acquired brain injury during childhood and
adolescence, it remains crucially important
to invite young people to take part in this
exercise. The evident move towards a more
child-centred approach in research, practice
and policy, highlights the need to explore
children's subjective experiences and give
them due consideration. In addition, the
National Children's Strategy (2000), with its
emphasis on the development of quality
services for children and the quality of life of
children in Ireland, provides an impetus to
place the child at the centre of all our
efforts.
Overall, the inclusion of multiple
stakeholders in this research project will
provide the first comprehensive evidence
on the lived experiences of young people
and their families following an acquired
brain injury in Ireland, and can potentially
contribute to the future development of
service provision . An additional positive
aspect of the current study is that the
families who took part in the interviews
constitute a random national sample. They
were therefore dispersed throughout the
country and are likely to represent a crosssection of the overall population of
children who have suffered severe head
trauma in Ireland .
A whole-child perspective is adopted in this
study in an attempt to understand the
impact of ABI on children and young

people. In doing so, it acknowledges the
potential impact of ABI on a child's
emotional and behavioural well-being, their
physical functioning, their intellectual
processes, their sense of self and their
relationships with others. In addition, this
research encapsulates a family-centred
approach. It recognises that an acquired
brain injury during the period of childhood
and adolescence represents a family affair,
with consequences for all those who are
part of the child's social world.
In exploring the phenomenon of ABI, it is
also important to acknowledge the
considerable diverSity in the causes, nature
and consequences of an acquired brain
injury. No two children are the same and no
two families are the same. Each family's
journey in the aftermath of ABI is a unique
one. It is not the aim of this report to tell the
story of each individual family. Much
emphasis is given to the common
experiences which families face and the
common struggles they encounter.
However, the study also focuses on
diversities in families' experience, by
revealing the variety of views that emerged.

STRUCTURE OF THE REPORT
This report is set out in eleven chapters.
Chapter 2 provides a brief overview of
acquired brain injury and outlines current
policy and service provision in Ireland . In
Chapter 3, an overview of the study design
and the procedure followed in undertaking
this research is outlined. Chapter 4 follows
with a profile of the children attending the
NRH with an acquired brain injury and a
profile of the interview sample which was
randomly selected from the overall client base
of the NRH. In addition , three case -studies
are proVided to illustrate some common
features of ASI in children . Chapters 5,6,7,
8, 9 and 10, focus on the respective views of
each group interviewed, namely children and
young people with acquired brain injuries,

parents, siblings, teachers who have worked
with children with ABI in the community,
community health professionals and NRH
professionals. The final chapter summarises
the emerging trends of this research and
identifies the implications of these findings for
future service provision. Based on the
empirical findings of this study,
recommendations are made for the future
delivery of support and services to children
with ABI and their families.

The abbreviation ABI will be used in place of
Acquired Brain Injury, throughout the report.
The terms 'children' and 'young people' are
used interchangeably throughout the report.
One of the criteria set for the inclusion of
families in the interviews of this research
study was that the young person with ABI
would be less than 20 years 11 months.
However, in all cases, the individuals with ABI
were under the care of the Consultant NeuroPaediatrician. Therefore, it generally seemed
appropriate to use the aforementioned terms.

Throughout the chapters that report on the
research findings, quotations from the
participants are provided, thus illustrating
some of the views that emerged in the
interviews. Given the moderate number of
families who took part in this study and the
diverse characteristics of these families, the
authors chose to omit details regarding the
age and gender of those whose quotes are
provided in order to protect their identity.
Furthermore, in an effort to ensure the
confidentiality of those who particip~ted in
this study, the names of all participants have
been changed.

Table 1 1 Main points of

old

•

The main focus of the study is on the experiences of children and their families following discharge
from the NRH.

•

The aim of the study is to understand the experiences of children and families living with ASI, and
to identify their needs for services and support.

•

The views of multiple groups - children, siblings, parents, teachers & health professionals - are
included .

•

The study adopts a whole-child perspective and a family-centred approach.

•

The families participating in this study were randomly chosen from a nationwide sample .

•

The study was supported by an Advisory Group.
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Chapter 2

INTRODUCTION
AcqUired brain Injury represents one of the
most significant causes of morbidity and
mortality amongst young people, both in
Ireland and ,"ternalionaliy. At present, the
precise number of children who have
aCQUired a severe brain Injury In Iretard IS
relatively unknown. A recent epidemiologICal
study In Ireland found that head injury
represented 26% of all unmtcnt,onal Injury
"osp'taJ admiSSions over the penod 19931997 for children under 5 years, and 28 1% of
ail untntenttonallnJury hospital admISSions
over the penod 1993-1997 for cntldren 5-14
years (Scallan, Staines, Fitzpatnck, Laffoy &
Keliy, 2001)
Wlthm the UK eS[lmales of the prevalcnce of
brain Injunes amongst children are likeWISe
unavailable However, a recent study
proVides Informallon on the inCidence of
traumatiC brain injuries In children :n the
North Staffordshire region (HaWley, Ward ,
_ong Owen & Magnay, 2003) The results of
thiS population-based study mdlcate that each
year, 280 per 100,000 chddren are admitted
lor? 24 hours With a traumatic bratn mJury, of
these 232 Will have a mdd brain InJUry, 25
moderate, 17 severe, and 2 Will die. These
figures are generally higher than previously
estlmatcd From a review of several stud;es,
Kraus (1995) Identifies the average InCidence
of brain Injury 'n children as approximateJy
180 per 100,000 per year Estimates of the
broader diagnoSis of acqUired bram Injury are
generally unavadable

..

•
. : ..

A unique feature of ASIIS that ItS effects are
often h,dden or not readdy apparent A child
may appear well on the outSide. but they may
have suffered extensive damage to Ihelr
cognitive and soclaJ functioning. The true
consequences of a child's brain Injury may
only become evident in the context of verbal

exchanges. academiC situations or social
interactions
A further pOint worth notmg is the diverSity
that eXists In terms of the cause. Impact and
ultimate outcome of ABI. As Furlonger and
Johnson (1989) note, "head mJury is not an all
or no'~lng phenomenon, but OCCurs along a
continuum of sever:ty. causing commensurate
changes In cognition and behaViour, With
parallel needs for help· (p 147)
Many argue that the ISsues that confront
famd,es that have a child With an acqUired
bram Inlury vary quite Significantly from those
With congenital dISabilities (Warzak &
Anderson, 2(01) The very nature of an
acqUired bratn Injury IS Its sudden acquIsition,
which frequently dIStorts the normal
developmental trajectory leaVing Significant
emotional, cognitive, language, behaVioural
and phYSical conseauences. These
consequences may Oe temporary or
permanent. subtle or pervasive.

•

•

Brain injUry IS typically categortsed by thc
cause of the Injury as well as the severtty of
the Inlury. StatistiCS clearly reveal that the
predommant causes of rraumatlc brain injury
vary With age Infants and toddlers typically
sustain traumatic brain InJunes due to falls or
abuse 4 12 year olds commonly susta'n bra",
Injurtes due to falls, sportmg events and road
traffiC accidents, and the most frequent cause
of brain mJur,es for adolescents IS road traffiC
aCCidents (Fletcher et aI., 1995) Overall
however, road traffic aCCIdents represent one
of the most common causes of severe brain
Injury amongst children and young people
(Dunn, Thurman & Alverson, 1999)
Measure5 of initial brain Injury severity are

tYPically appllcd in the case of traumatic brain

injury, with the three primary classifications
being mild, moderate and severe. These
classifications are typically indicated by the
depth of coma (Glasgow Coma Scale [GCSJ),
the duration of coma, the length of post- .
traumatic amnesia and the type of injury
(Midleton, 2(01) . However, there is not
necessarily a direct linear relationship
between the severity of the head injury and
the child's long-term outcome. Individual
cases of remarkable recovery have been
found amongst those with severe head
injuries, while, conversely, there have been
some examples of children classified with
mild head injury who have shown a poor
long-term prognosis (Midleton, 2(01) .
Overall, much variability exists in terms of the
cause of a child's injury, the nature of their
injury and the actual outcome of their injury,
Consequently, there can be considerable
heterogeneity in the care needs of children
and their families .
The consequences of an acquired brain injury
are numerous and complex in nature.
Following a brain injury, deficits may arise in
one or more of the following areas:
intellectual functioning; language and
communication skills; attention; memory;
speed of information processing; academic
achievement; motor abilities; sensory
functioning and behavioural or psychosocial
domains (see Middleton , 2001; Oddy, 1993
for reviews) .
Much research has focused on the functional
limitations of acquired brain injury and the
neuropsychological consequences of head
trauma . However, in addition, social and
behavioural changes can be seen in some
children follOWing the head injury. Indeed, for
some families, the emotional and behavioural
changes produce the greatest stress amongst
family members (Brooks, McKinlay; Lezak,
1978; cited in Waaland & Kreutzer, 1988).
A combination of factors interact to determine
the final outcome in children . These include a
variety of injury factors, such as the nature

and location of a child's brain injury and the
severity of the injury. Such factors also
interact with both child and family
characteristics prior to the injury or illness and
in the aftermath of the child's trauma
(Kinsella, Ong, Murtagh, Prior & Sawyer,
1999; Rivara, Jaffe, Polissar, Fay, Liao &
Martin, 1996; Taylor, Drotar, Wade, Yeates,
Stancin & Klein, 1995; Taylor, Yeates, Wade,
Drotar, Klein & Stancin, 1999).

ACQUIRED BRAIN INJURY DURING
CHILDHOOD AND ADOLESCENCE
An acquired brain injury at any age is a
traumatic event. However, such an injury
during the formative years of childhood and
adolescence represents a significant obstacle
in the development of a child's potential.
Traditionally, the notion of the
developmental plasticity of the brain
emphasised the protective effects of a young
age in the acquisition of a cerebral insult
According to this view, the acquisition of a
cerebral insult at a younger age results in
fewer behavioural and cognitive deficits.
This arises due to the ability of children to
compensate for brain damage acquired
through brain re-organisational processes.
While there is some evidence to support the
greater capacity of the brain for repair
following brain injury in children, there is
increasing evidence to suggest that is an
over-simplistic notion (Chapman &
McKinnon , 2000; Dennis, 2000) . Dennis
(2000) points out that the time since injury
does not necessarily equate with the
enhanced recovery of a child . While some
abilities may improve over time, others may
decl ine and others may remain stable .
Due to the changing nature of children,
certain deficits may not become apparent
until further on in the life cycle, when the
young person is confronted with new
challenges and increasingly more complex
tasks and information. As the child progresses
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therefore, it may become evident that certain
higher abilities have been significantly
compromised by the head trauma
(Christensen, 1997). It has been hypothesised
that children with certain injuries may "grow
into" the deficits acquired as a result of the
trauma (Chapman & McKinnon, 2(00) . This
clearly depends on the nature of the injury,
the developmental stage of the child and the
ability or outcome being assessed .
An acquired brain injury during childhood has
the potential to disrupt normal maturational
and developmental processes . Thus children
may be more vulnerable to problems in the
aftermath of ABI. For some individuals,
following the onset of an acquired brain
injury, it may be more difficult to learn new
information than to recall previously learned
material. As children generally have an
incomplete knowledge and skill base, there is
concern that some younger children may
become doubly disadvantaged in the
acquisition of new material if the brain injury
has an impairing effect on this process (Janus,
Mishkin, & Pearson, 1997).
Childhood represents an important period in
a person's life, in that the basic building
blocks for the child's social, emotional and
physical development are laid down during
these formative years. As such, it remains
crucial that optimum growth and
development are fostered and nurtured
during this stage of life. A long-term
perspective is required in assessing the
impact of ABI on a child 's development.
Children have different developmental needs
at different stages of the lifecycle , and require
ongoing monitoring and assessment.
Consequently, the content and focus of any
rehabilitation programme must be tailored in
accordance with the child's needs and
abilities at a given point in time.

A child's injury or illness occurs within the
context of a family. According to Lezak (1987),
acquired brain injury is a "family affair". The
onset of trauma or illness is likely to have a
systemic effect, impacting not only on the child
with the injury, but also on family members,
acquaintances and friends. Research has
identified that the family environment both
affects and is affected by the occurrence of an
acquired brain injury. Financial difficulties,
occupational adjustments, family strain,
emotional and behavioural changes in the child
and parental psychological symptoms are but
some of the issues which parents may have to
cope with (Kinsella, et aI., 1999; Osberg, Kahn,
Rowe & Brooke, 1996; Osberg, Brooke, Baryza,
Rowe, Lash & Kahn, 1997; Taylor, et aI ., 1995;
Wade, Taylor, Drotar, Stancin, Yeates, 1998;
Zinner, Ball , Stutts & Philput, 1997). In addition,
pre-existing coping strategies, family stressors
and other family factors have an influence on
how families adapt to the stressful nature of
head trauma (Kinsella et aI., 1999; Max, 1998).

MODEL OF REHABILITATION

Given the impairing effect of a head trauma,
there frequently is no medical cure for a child's
condition. Instead, medical and social services
attempt to rehabilitate affected individuals to
their optimum level of functioning.
Rehabilitation may be defined as
"development of a person to the fullest
physical, psychological, social, vocational,
avocational, and educational potential
consistent with his or her physiological or
anatomical impairment and environmental
limitations" (De Lisa, Martin, &Currie, 1988,
p.3; crted in Michaud, 1995). The rehabilitation
process is typically facilitated by an
interdisciplinary team which may consist of the
following professionals: physicians; nurses;
occupational therapists; speech and language
therapists; physiotherapists; dieticians;
psychologists; social workers; vocational

counsellors and special educators (Eames,
Turnbull & Goodman-Smith, 1989; Michaud,
1995). Each rehabilitation programme consists
of individualised target goals that are tailored
to an individual child's needs and abilities.

environment. Therefore, the care continuum
and the consequences that arise for these
children and their families may be
fundamentally different.

The ideal continuum of care for those who
acquire a brain injury spans from the initial
acute trauma period to the rehabilitative
phase, and right through to the period of
reintegration into the community. According
to Waaland and Kreutzer (1988), this process
should begin with intensive care in the
hospital setting and end with successful
academic, community and vocational
integration . In the long-term, schools and
families provide much of the needed support
for children during their developmental years
(Savage, Pearson, McDonald , Potoczny-Gray
& Marchese, 2001) .

POLICY IN IRELAND

While families frequently experience severe
distress, chaos and a whole range of emotions
when initially faced with the prospect of their
child's survival or non-survival, for those who
acquire a severe brain injury this emotional
roller-coaster can continue for some time into
the future . Lash and Scarpino (1993) identify
a "second crisis of injury" in the period after
discharge from a rehabilitative facility or a
hospital environment. Frequently, this is a
period during which health professionals
become less involved and families become
the primary caregivers. The consequences
and changes brought about by the injury or
illness become more readily apparent during
this time, and the burden of responsibility in
caring for the child typically rests with the
parent(s) .
It is important to highlight at this point that
research indicates that not all individuals with
a severe brain injury are referred from an
acute care facility to an appropriate
rehabilitative setting or institution
(Emanuelson & Wendt, 1998; Hawley, Ward,
Magnay & Long, 2002). It appears that a
sizable number of children who suffer from a
severe acquired brain injury are discharged
from the acute medical facility to their home

There is currently no specific national
strategic plan or policy dedicated to
acquired brain injury in Ireland . Until
recently, ASI has remained on the fringes of
the national health agenda and has not been
targeted as a serious health issue from a
national policy perspective.
However, within the recent health strategy
(Department of Health & Children, 2001)
certain broad principles have relevance to ASI .
Part of the underlying vision of the health
strategy is the development of a health system
that will support people and empower them to
achieve their potential. The strategy embraces
the notion of holistic health , and recognises
the wider implications of illness and disability
on the family, community and society. As such,
it adopts a person-centred approach, with the
aim of plaCing the individual in need of care at
the centre of all health care endeavours. In
addition, maximiSing the quality of life of
individuals is identified as a primary objective
ofthe health system . As part of the move
towards enhancing the quality of life of
individuals, the Irish government has set a
target for the development of an action plan
for rehabilitation services, with the aim of
setting out a programme for tackling
inadequacies in services and the integration of
specialised facilities with local community
based services. This action plan is currently in
preparation .
At a regional level, there has also been some
recognition of the need to develop strategies
relevant to those with AS!. For example, within
the Eastern Regional Health Authority (ERHA)
initiatives are underway towards the
development of a rehabilitation strategy. While
this strategy will be dedicated to meeting the
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needs of people with disabilities in general, it
will undoubtedly have implications for the
planning and provision of support and services
for young people with ABI.
With regard to the area of disability per se,
one of the key documents in the area of
disability is the equality strategy that was
formulated by the Commission on the Status
of People with Disabilities (1996) . Within this
document, those with head traumas are
identified as a vulnerable group who receive
inadequate care provision . One of the primary
recommendations of this report is the
introduction of a Disability Act to safeguard
the rights of those with disabilities in society.
In addition to the principle of equality, further
key principles of this document are the
maximisation of participation amongst those
with disabilities and the need to foster
independence and choice. This report also
recognises the need to adopt a needs-based
approach to the delivery of services, thus
providing an individualised system of support
and care to those who require it.
Legislation in the area of disability is currently
in a state of flux . The Disabilities Bill proposed
in December 2001 resulted in a public outcry
in reaction to what was perceived as emphasis
on the duties of public bodies, as opposed to
the adoption of a rights-based approach as
outlined in the Commission on the Status of
People with Disabilities (1996). Moreover,
much dissatisfaction has been expressed with
Section 47 of the Disability Bill, which contains
a clause purporting to remove the rights of
people with disabilities to seek judiCial redress
if any of the Bill's provisions are not carried
out. This Bill was subsequently withdrawn in
February 2002 and a new round of
consultations was initiated . These
consultations have just been completed.
With regard to the area of education, the
Education for Persons with Disabilities Bill was
introduced in March 2002. Amongst its many
aims, the bill aims to enhance the rights of
children to avail of an appropriate education

that will allow them to lead socially and
economically productive lives. It outlines the
need to establish a register of children with
special needs and the preparation of an
education plan for children placed on the
register. However, the NDA (2002) in their
response to the proposed bill argue that there
must be a statutory right to the assessment of
a child's need at the earliest possible time and
the provision of a statement of need should
arise from this assessment. The introduction
of legislation in this area is currently awaited .
A further policy with relevance to the current
research is the National Children'S Strategy
(2000) . This strategy aims to enhance the
status of children in Ireland, and to enhance
the quality of children's lives. It represents the
first co-ordinated governmental policy that
directly addresses the multiple needs of
children . It is noteworthy for its emphasis on
the importance of seeking children's views on
matters of importance to them, and on the
need for the development of structures that
facilitate the views of children to be heard . In
addition, it aims to enhance the quality of
services for all children . In relation to
children's health and well-being, it recognises
the challenge that Ireland's health and social
services face in responding to children with
multiple disabilities. It also envisages the
establishment of a programme for adolescents
in the area of accidents and injuries.
Overall, existing policy provides a broad
framework for providing children with the
support and services they require for the
fulfilment of their potential. There is
recognition of the need for integrated and coordinated services for those with complex
health needs, and the need to ensure that
those with disabilities have equal opportunities
for participating in social, educational and
economic life (Department of Health &
Children, 2001 ; Government of Ireland, 2000;
Commission on the Status of People with
Disabilities, 1996). Regional developments are
underway in some areas in addressing the
needs of those with ABI and the government

has made a commitment to developing a
rehabilitation strategy in the near future.
However, up until the present time there has
been no national concerted adion or initiative
to specifically recognise the difficulties
children , young people and their families
experience when faced with a head trauma.

SERVICE PROVISION IN IRELAND
In examining the needs and experiences of
children and young people with acquired
brain injury in Ireland, it is important to
outline principal service providers. At the
outset, all children will have spent a period of
time in an acute hospital facility. Those who
are deemed to require rehabilitation are
generally referred to such a facility. At present
there exists one primary rehabilitation centre
in Ireland, covering both adults and children
alike . The National Rehabilitation Hospital
serves patients from all over the country. In
relation to children, it provides
comprehensive rehabilitation for those who
have sustained acquired and traumatic injury,
as well as those with spinal cord injuries, limb
absence, spina bifida and other neurological
disorders. The focus of this report is on those
who have acquired a brain injury. As stated
previously, this includes those children who
have acquired a brain injury as a result of a
traumatic injury (e.g. fall, road-traffic
accident), a malignancy, infection (e.g.
empyema, meningitis), or a stroke-related
illness. Children are typically referred to the
NRH from a neurosurgical team , a
paediatrician or a GP.
Once discharged from the N RH , children and
their families typically return to their home
environments and further rehabilitation
generally takes place close to the child 's place
of residence . Community-based facilities are
provided by the local health board or by a
local branch of a voluntary organisation . The
main fundion of the health board is to
provide health, community care and personal
social services to the people within its area .
JnfOf~loOn ~q\.l"cd
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For those with disabilities, the health board
may provide services such as basic health
services, assessment, rehabilitation, income
maintenance, community care, home support,
respite care and residential care.
Two further organisations at a national level
which are pertinent to the area of acquired
brain injury are the National Disability
Authority and Headway' . The National
Disability Authority is an independent agency
established under the aegis of the
Department of Justice, Equality and Law
Reform. Its principal functions are : to assist in
the co-ordination and development of
disability policy; to undertake research for the
planning, delivery and evaluation of disability
services and programmes; to monitor the
implementation of standards and codes of
practice for programmes and services for
people with disabilities; and to liaise with
service providers and other bodies in the
development and implementation of
appropriate standards .
Headway is a national voluntary association
for acquired brain injury. This organisation
aims to enhance understanding of acquired
brain injury amongst the public and political
representatives. In addition, Headway aims to
promote and provide services for those with
an acquired brain injury and their relatives.
Counselling services are available to parents
of children with an acquired brain injury.
However, Headway does not provide services
for the dired benefit of children .
A new development that is currently
underway is the formation of Bri, the Acquired
Brain Injury Advocacy Association. This is a
national organisation which in partnership with
others, strives to ensure that individuals and
their carers who are affeded by ABI have the
best possible quality of life . The formal launch
of this group in June 2003 will provide a forum
for individuals who are affected with ASI to
express their views and attempt to overcome
any inequities or inadequacies encountered in
servIce provision .
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On a more local level, a variety of additional
organisations dedicated to those with
disabilities exist throughout the country (e.g.
Enable Ireland) . Such organisations are
typically providers of services for those with
congenital disabilities, yet may offer their
services to children with acquired disabilities .
Specialised services for those with an
acquired brain injury at a community level are
uncommon . However. it would be inaccurate
to say no such services exist. For example.
the South Eastern Health Board has
established a unique service that involves a
rehabilitation planning team for those with
ABI, an outreach programme and a
transitional living unit for people with ABI
aged 16 to 45 years. The ultimate goals of the
transitional living unit are to enable greater
independence in the home and community.
to enhance productivity in an education or
work setting and to reduce the impairments
acquired as a result of brain injury.

Furthermore. in the Midland Health Board. a
project team has been established with the
aim of developing services dedicated to
people with ABI.
This section has attempted to briefly outline
the principal services and supports that may
be available to young people with ABI and their
families (see Figure 2.1 for an overview).
However. ~ is important to state that this is not an
exhaustive list of all the agencies or organisations
which families may have contact w~h .
It is likely that all children will have received

some form of care in an acute care or
neurosurgical setting. At present. it is unknown
what proportion of children with an acquired
brain injury are referred to the NRH for
rehabilitation services. International research
suggests that a Significant number of those
with severe brain injury are not referred to
such a facility (Emanuelson & Wendt. 1998;

Hawley et aI., 2002) . Headway and Sri are
examples of bodies that are specifically
dedicated to the needs of those with ABI. The
former typically provides support and
information and the latter aims to provide
advocacy. Within the community, specialised
services for those with ASI are few and far
between. While such settings specifically
dedicated to ASI are rare, recent
developments provide exceptional examples
of individual community initiatives.

CONCLUSION

Overall, research in the area of paediatric
acquired brain injury lags behind that which has
been carried out on adults (Taylor, et aI., 1995).

The uniqueness of acquiring a brain injury
during childhood must be given sufficient
consideration, and caution must be exercised in
over-generalising research and clinical findings
that pertain to adult samples. The Significance
of ABI to a developing child warrants further
research in order to identify the long-term
impact on children, and to identify the
consequences of ASI for individual family
members.
Children with ABI are a heterogeneous group
and their needs are likely to be complex in
nature. At present, there is no national strategic
plan for specifically dealing with ASI in Ireland.
The findings of this study may therefore
contribute to future policy and service
developments within this area.

Table 2.1 Key points in understanding ABI in children
•

The consequences of ABI are multidimensional.

•

There is great variability in the experiences of children and families following ASI.

•

A number of special considerations are required in managing and treating ABI in children.

•

There is a need to recognise ASI as a family affair.

•

The needs of children and families are likely to change over time. This has implications for
service provision .

•

The ideal continuum of care spans from the acute period of rehabilitation to re-integration
in the home community.
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RESEARCH DESIGN

The study design consisted of two main phases.
In Phase 1, a census of NRH cases within the
past six years was carried out in order to
develop a profile of the paediatric clients of the
NRH who had acquired a brain injury.
Examination of the data accrued from this
census provided important information on the
characteristics of the young population of
Ireland who had attended the NRH for the
purposes of rehabil~ation following an acquired
brain injury. This phase of the study
subsequently informed Phase 2 of the study,
namely, the selection of an interview sample.
Phase 2 involved using a qualitative approach to
explore the views and experiences of family
members and those who worked with the
family. The total number of interviews
conducted was 96, plus two focus groups with
NRH personnel. One hundred and sixteen
individuals were interviewed in total. The
precise details of both study phases will be
outlined in due course.

PROCEDURE

The procedure to be followed in carrying out
the census, and the subsequent selection of
families who would be invited to take part in an
interview, was decided upon following
consultations with the research team, the NRH
Ethics Committee and the Advisory Group of
the research study.

Census
At the commencement of this study there was
no existing database within the NRH containing
client information such as socio-clemographic
characteristics and illness characteristics. In
order to interview a representative sample of
families in Ireland, it was felt that it would be
important to establish a sampling frame of the
overall NRH client base, which would
subsequently inform the selection of an
interview sample. All medical records of
children under the care of the Consultant
Neuro-Paediatrician, who were either first time

admissions or re-admissions in the past six
years, were reviewed and the relevant
information was extracted. The information
extracted included the child's age, date of
birth , health board region, cause of injury,
date of injury or illness, diagnosis and GCS
score (if provided) .
The research team however, did not have direct
access to the medical records. This information
was extracted by members of the social work
and nursing teams in the presence of a
researcher, and was subsequently relayed to the
researcher in a non-identifiable manner. 128
records were reviewed in total. Chapter 4
presents the results of the census.

Sample selection
Following the analysis of the census data, a
random sample of 30 families was chosen from
the overall census database. One record was
removed from the sampling frame following
completion of the census, as NRH staff felt that
the family circumstances were such that it
would be inappropriate to inv~e them for an
interview. Therefore, one family was excluded
from the selection of a random sample. Full
details of this random selection process are
given in Chapter 4.

Access to families
All families that took part in this study had a
child who attended the NRH for rehabilitation
purposes. Families were therefore recruited
with the assistance of the NRH. All census
information that the research team held was in
an anonymised format. The research identity
numbers of those selected in the random
process were conveyed to members of the
social work team in the NRH . This allowed
members of the social work team to identify
the families by name. The Consultant NeuroPaediatrician sent a letter from the research
team to the families selected, outlining the
research study. In addition, a consent form was
enclosed for families to complete if they gave
permission to the NRH to release their name

and contact details to the researchers. The
provision of permission for the release of
contact details by the NRH to the research
team constituted the first stage of the consent
process.
Those parents who signed this in~ial consent
form were subsecuently contacted by a
researcher to provide them w~h further
information, address any concems they had, and
arrange a time and location for an interview if a
parent wished to do so. Parents were the only
point of contact at this stage . However, parents
were informed that the research team would like
to speak to siblings, the child with the injury or
illness, a teacher and a health professional who
would be familiar w~h their child. Parents
frequently spoke to their children prior to the
researcher's vis~, requesting if they would like to
meet with the researcher. However, the child's
consent was not obtained until the researcher
met w~h the child during the vis~ to the home.
Some parents did not wish their child w~h ABI to
be involved . The primary reason given by these
parents was that the child had moved on with
their lives and parents fe~ ~ was not appropriate
to ask them to recall this stressful life event. In
addition, some children, when asked, did not
wish to take part in the study.
The consent process
Both parents and children were informed of the
purpose of the study, the rationale of the study
and what the study entailed . All potential
participants were informed of the confidentiality
of the information proVided . It was also
important to inform participants that the
researcher was not a member of staff of the
NRH, but part of an independent research team,
and only summary information would be
provided to the NRH in an anonymised manner.
In addition, participants were informed that if
they wanted to take part in the study, they could
still withdraw at a later point if they wished .
Adherence to these principles during the
consent process was important in facilitating
individuals to exercise their choice regarding
participation in the research and to enhance
their understanding of what was involved .

Individual consent was obtained from each
family member that wished to take part.
However, for children, parental permission was
required prior to approaching the child. In
addition, access to teachers and health
professionals was discussed w~h parents and
the child w~h ABI (if the researcher had access
to the child). Parents were asked to nominate an
individual teacher and a community health
professional that they would like the researcher
to approach to invite them to take part in an
interview. This formed part of the consent
process for both the children and the parents.
Overall, 27 parental interviews were carried out.
In addition, 13 interviews were carried out with
siblings and 18 interviews were carried out with
children and young people with an acquired
brain injury.
Family support
Given the sensitiv~ of the research topic, it was
fe~ that it would be important to provide
families with the contact details of the social
work team in the NRH in the event that they
may wish to speak to someone after taking part
in an interview. The provision of follow-up
support however, was at the discretion of the
individual family. During the conduct of the
interviews, the researcher was sensitive at all
times to the emotional nature of the material,
and paced the interviews accordingly.
Access to professionals
Those professionals that were nominated by
families were approached and informed of the
study. The same principles as outlined above
were applicable to the process of seeking the
informed consent of professionals. In addition, it
was important to emphasise that the disclosures
made during an interview were not passed on to
other interviewees associated with the child . For
example, the health profeSSional would not be
informed of the parent's view of the service and
vice versa. Twenty-two interviews were carried
out with teachers and 17 interviews were carried
out w~h community health professionals. The
commun~ health professionals were from a
divers~ of backgrounds. The results of these
interviews will be provided in Chapter 8 & 9.

1I
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In addition, two focus groups were carried out
with NRH staff who had experience of working
with children with ABI in the rehabilitation
setting. Participants were recruited wrth the
assistance of a member of the social work team
within the hospital. Further details of these
focus groups will be provided in Chapter 10.

DATA COLLECTION

The fieldwork was primarily centred around the
use of semi-structured interviews to explore
respondents' views and experiences of ABI in
young people. The focus of the interviews for
each respective group will be outlined
accordingly.
Interviews with young people with ABI
Semi-structured interviews were used with
children to explore the following topics:

•
•
•
•
•
•
•

'five field map' which allows exploration of the
support received from immediate and extended
family, health services, school and friends.
Interviews with siblings
A similar approach was used wrth Siblings.
However, the primary emphasis of the siblings'
interviews was on the impact of a
brother's/sister's ABI on the life of the Sibling.
The following topics were explored during the
interviews with Siblings:

•

Experience of the time of their brother's or
sister's illness/injury

•

Experience of the period of hospitalisation
and their brother's or sister's return home

•

Perception of life changes

•

Perceptions of support received and
desired following their brother's/sister's
ABI

Description of injury or illness

Experience in school

Interviews with parents
Parents completed a family background
questionnaire which contained details such as
family composrtion and socio-demographic
variables. In addrtion, parents took part in a
semi-structured interview. This was a
comprehensive interview that focused on the
impact of ABI on parents, their child and the
broader family network. It also explored service
contact and usage. More specifically, it covered
the following topics:

General life changes following ABI

•

Description of child's injury/illness

•

Hea~h care experiences

•

Educational experiences

•

Impact on family

•

Support needs of parents

•

Social and psychological experiences of
child with ABI

What rt is like to be a young person with
ABI
Perceptions of being in the NRH
Experience of returning home following
their initial period of rehabilitation
Perceptions of support received and
desired following ABI

A flexible approach was adopted in carrying out
the interviews wrth children. The approach
taken depended on the developmental stage of
the child, the time available to the researcher
and the abilities and interest of the child.
A variety of stimulus materials was used with the
children. These included a 'wish list' which
probed a child's perceptions of things they
would change if they got a chance, a 'life snake'
which allows a child to fill in important things
that happened to them as they grew up, and a

The parents' interview schedule was piloted
with a parent prior to its use in the main
study.

ISSUES TO CONSIDER
Interviews with professionals in the
community
The primary emphasis of the interviews with
both teachers and health professionals in the
community was their perception of the needs of
the child with ABI and their perceptions of the
needs of professionals working with children
with AB!.
Focus groups with NRH professionals
The topic guide of these focus groups was
primarily focused on the consequences of ABI
for families, service provision and service need
in the community.

DATA ANALYSIS

All interviews with participants were taperecorded with the permission of the participant
and were subsequently transcribed. Content
analysis was used to analyse the emerging
themes of the interviews. The views of each
respective group were analysed separately and
their views are presented in Chapters 5 to 10.
Further analysis focused on the themes
emerging from the overall sample of
participants. The final chapter thus integrates
the primary themes emerging from the overall
dataset.

It is important to emphasise that the selection of
families for this study was through the NRH.
Therefore, the sample of families that took part
in this study had received some level of
rehabilitation at the NRH. However, it is
conceivable that some children may have not
been referred onwards to the NRH, despite the
potential to benefit from its rehabilitation
programme. The findings of this study,
therefore, pertain to those who have attended
the NRH. There may be some children or young
people with ABI who warrant rehabilitation, but
who have never attended the NRH. The stories
of these children are therefore untold.
A further issue to consider is the response rate of
the study. While the number of those who
responded to the invite to take part was relatively
high (69%), there was a number of families who
chose not to take part in this study. The
circumstances of these families are not known. In
addition, a small number of parents did not wish
their children to take part in a research interview,
as they fe~ it may be disruptive to the child's
effort to move on with their life. For those who
chose to take part in the study, many had a
willingness to tell their story for the benefrt of
helping others. It appeared, therefore, that the
desire to help others and improve the situation
for the future was a strong motivator for
participating in this study.

Table 3.1 Summary of research methodology
•

Two-phase study design.

•

Phase 1: Census review of NRH paediatric clients.

•

Phase 2: Random selection of interview sample of families.

•

Parents, children with ABI & siblings were invited to take part in an interview.

•

Families were asked to nominate a teacher and health professional who were familiar with the child
with AB!. The researcher subsequently invited these individuals to take part in an interview.

•

Semi·structured interviews were used to explore the needs and experiences of each
respective group.
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INTRODUCTION

PROFilE OF NRH PAEDIATRIC CLIENTS
WITH AN ACQUIRED BRAIN INJURY

This chapter contains three different sections.
The first section presents the results of the
census, thus providing a profile of the children
with an acquired brain injury who have
attended the NRH since 1996. A random
sample of families was selected from the
overall census database. These families were
subsequently invited to take part in an
interview. The second section of this chapter
presents a profile of the interview sample,
highlighting the characteristics of the children
who form a core part of this research study.
Finally, three brief case-studies are provided to
illustrate some pertinent issues that may arise
for children and families followi ng AB!.

The census took place from January 2002 to
March 2002. This constituted Phase 1 of the
study. All children who were under the care of
the Consultant Neuro-Paediatrician, and who
were either seen as inpatients or day-patients
in the NRH within the previous six years, were
included in the census review. Both initial
admissions and re-admissions were included
in the census review. The total number of
records reviewed was 128.

Socio-demographic factors
The age range of the children was from 3
years 7 months to 23 years. The average age
of the population as a whole was 15 years.
60% of the group were male and 40% were
female . The average time since illness or injury

Figure 4.1 Health Board distribution of paediatric clients with ABI'
within the NRH
25
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was 51J2 years (range = 6 months to 15 years 5
months) . The age at which the illness or injury
initially occurred ranged from 1 year to 15
years 10 months, with the average age at the
time of the incident being 9 years 6 months.
The children and young people were residing
in a variety of different health board areas.
Figure 4.1 illustrates the number of children in
each health board, respectively. Examination
of the distribution of children residing in the
various health boards, revealed that the South
Western Area Health Board had the highest
number of children and young people with an
acquired brain injury who had attended the
NRH (17.2% / n= 22), followed by the North
Eastern Health Board (14.8% / n=19) .

Injury/ illness characteristics
The Glasgow Coma Scale (GCS) is typically
used to assess the individual's depth of coma,
and provides a measure of brain injury
severity (Teasdale & Jennett, 1974). However,
there is some debate over its application to
the paediatric population (Bruce, 1995;
Fletcher et ai., 1995). Within the current
population of NRH children, there were no
GCS scores recorded within the files for

almost 44% of the sample. Approximately 53%
of the NRH clients scored less than 8 on the
GCS, which typically indicates a severe brain
injury. 2% of the sample population had a
score between 9 and 12, which may indicate
moderate brain injury, and just 1% had a GCS
score greater than 12, which typically
indicates a mild brain injury. The danger of
relying on these scores, however, is that
much variability exists in the timing of the
assessments. For many of the ratings
provided, there was no indication of the
timing or the stage at which the assessment
was carried out. Frequently, there was also no
indication of whether the GCS rating
provided was the lowest score the child
obtained over a period of assessments, or
merely a one-off assessment. Thus, it is
difficult to compare these indices, due to the
inconsistency that prevails. However, while
GCS scores are an important indicator of
brain injury severity, it is often used in
combination with other injury indicators .
Examination of Figure 4.2 reveals a variety of
underlying causes for the children's acquired
brain injuries. Road traffic accidents were the
primary cause of acquired brain injuries in

Figure 4.2: Predominant causes of ABI for paediatric clients of NRH 3
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young people, with 60% of the overall
population falling into this category. Within
the road traffic accident group, the most
common form of accident was with child
pedestrians. The remaining 40% of the
population of children with acquired brain
injuries was made up of a variety of underlying
causes. The two most common causes outside
the road traffic accident group were strokerelated illnesses and falls (e .g. falls from
heights or moving objects).

SELECTION OF INTERVIEW SAMPLE

Procedure
Following consultations with the adViSOry
group, the parameters were set for the
interview sample. The upper age limit for
inclusion in the interview sample was set at
20 years 11 months. Such a broad age
range allowed the researchers to capture
the experiences of those who had grown up
with an acquired brain injury and were now
entering the period of young adulthood.
The research therefore sought to be
inclusive as opposed to exclusive by
focusing on the diversity of experiences of
children and young people who acquired a
brain injury.

As the focus of the research was
predominantly on the experiences of children
and families following discharge from the
NRH, it was deemed appropriate to only
include those who were at least one year postdischarge from the NRH. In addition, one
individual was removed from the potential
pool of participants due to personal
circumstances, following the
recommendations of NRH staff. A random
sample of 30 individuals was chosen from the
remaining pool of participants, with the
intention of inviting them to take part in an
interview. This sample was stratified according
to the cause of the injury. Therefore, 60% of
the sample had acquired a brain injury as a
result of a road traffic accident and 4096
through non-road traffic accidents. This was in

accordance with the distribution of causes in
the overall census database.

PARTICIPANTS
Over the course of the research , a number of
families did not wish to take part in the
interview process. Replacement families were
randomly chosen from the census database . In
total, 39 families were invited to take part in
this research . 33 consent forms were received
in response to the initial approach, thus
allowing the NRH to pass on the contact
details of these families to the research team .
Of these 33 fami lies, 27 subsequently took
part in the research interviews. The remaining
families did not take part, due to family or
work commitments or a lack of interest. This
represents a response rate of 69%.
The characteristics that will be described here
pertain to the overall sample of 27 families that
took part in this research. Within these families ,
at least one parent was interviewed . A sibling or
the child with the illness or injury was not
interviewed in every case. Therefore, the profile
presented here is not relating to 27 children who
were interviewed, but to 27 families where at
least one family member was interviewed .
The average age of the children who were the
focus of investigation within this study was
approximately 13 years (range = 5 years 4
months to 20 years 11 months). The average
time since these children's illnesses or injuries
was 4 years 9 months (range = 18 months to 9
years 5 months). The average age at the time
of injury or illness was just over 8 years (range
= 1 year to 15 1/2 years) .
The families of 17 boys and 10 girls with
acquired brain injuries took part in this
research . In accordance with the census
results of Phase 1, the children were dispersed
across a variety of health boards, thus
enhancing the representativeness of the study
sample. See Figure 4.3 below for the
distribution of children across health boards.

L

Figure 4.3 Distribution of interview sample across health boards '

The underlying causes of the children's
acquired brain injuries were diverse in nature.
Approximately 63% of the interview sample
had acquired their brain injury through road

traffic accidents, while the remainder acquired
their injury through a variety of other means
(see Figure 4.4) .

Figure 4.4 Predominant causes of ABI in interview sample
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CASE-STUDIES OF CHILDREN WITH
AN ACQUIRED BRAIN INJURY
Three case examples are provided in this
section to illustrate the potential
consequences of acquiring a brain injury
during childhood . These case-studies do not
represent individual children or families but
are a composite from a variety of different
individuals. based on the views that emerged
during interviews with children. parents.

CASE EXAMPLE 1

Siblings. teachers and health professionals .
These case-studies are not exhaustive in
nature. It is merely hoped that they will serve
to illustrate the range of issues associated
with the phenomenon of ABI during
childhood . This section is particularly likely to
be useful to those readers with little
background knowledge in the area of ABI.

29
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CASE EXAMPLE 3

As previously stated, these case studies
do not represent anyone individual
encountered in this research study.
They represent an amalgamation of
individuals with ASI and are devised on
the basis of interviewing multiple

individuals who are either directly
affected by ASI or who provide a
service to children with AS!. They serve
to illustrate the potential challenges
which children and their families may
encounter.

CONCLUSION

The present study aimed to develop a profile
of paediatric patients within the NRH from
1996-2002. This data provides important
indicators of the more common causes of
severe acquired brain injuries amongst the
young population in Ireland, and the
dispersion of these cases nationwide. To date,
such data has been unavailable.
The higher incidence of ABI amongst males
found for this population supports previous
research both in Ireland and abroad (O'Brien &
Phillips, 1996; Kraus, 1995). In addition,
examination of the external causes of acquired
brain injuries reveals that transport and falls are
the more common causes of an acquired brain
injury among young people. This is in line with
international research as reviewed by Kraus
(1995)
The results of the present study suggest that
the South Western Area Health Board holds a
particularly high proportion of the population
of children with ABI. The health board with the
second highest level of young people with ABI
is the North Eastern Health Board . Previous
research in the Beaumont Neurosurgical Unit
has revealed that the greatest number of its
referrals from peripheral areas comes from
County Louth (North Eastern Heahh Board).
This may be partially explained by the fact that
Louth experiences the highest rate of road
traffic accidents on a nationwide level (as
indicated by the ratio of accidents per
registered vehicles and per population)
(O'Brien & Phillips, 1996).

This census provides key descriptive
information on the characteristics of our young
population who have acquired a severe brain
injury and have attended the NRH. Such
information is vital if we are to plan, at both a
national and regional level, for the long and
short term needs of our young population.
However, the absence of information on injury
indicators for each individual (e.g. GCS, posttraumatic amnesia) precludes analysis of injuryrelated variables in the current population of
ABI cases.
The interview sample chosen from the larger
population represents a nationwide random
sample of children and young people with a
severe acquired brain injury. The in-depth
qualitative research that took place with the
sample of families provides a comprehensive
understanding of the experiences and needs of
young people with an acquired brain injury in
an Irish context. The random selection of
families and its nationwide focus are strong
methodological features of the study, and as
such will allow us to generalise the findings
obtained in this study to the broader
community of those who have acquired a brain
injury during the period of youth.
The case-studies highlight some common
features of ABI that may be experienced by
children and their families following AB!. As
such, these case-studies provide a brief
descriptive profile of the potential
consequences of ABI during childhood.
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Table 4.1 Summary of census review
Criteria for inclusion:
•

All cases had attended the NRH as either in-patients or day-patients at some point since 1996.

•

Both initial admissions and re-admissions were included in the census review.

•

All children were under the care of the Consultant Neuro-Paediatrician .

Results:
•

The total number of cases reviewed was 128.

•

Results revealed a gender distribution of 60% males to 40% females.

•

The primary cause of ABI was road-traffic-accidents with pedestrians.

•

Road-traffic accidents accounted for 60% of the overall causes of ABI among NRH paediatric clients .

•

The children were dispersed across a variety of health boards; the health board with the highest
proportion being the South Western Area Health Board .

Table 4.2 Characteristics of interview sample
Inclusion Criteria:
•

The upper age limit of paediatric participants was 20 years 11 months.

•

All young people were at least one year post-discharge from the NRH .

Results:

•
•
•
•
•

The total number of families included was 27.

•

Families resided in a variety of health board areas.

The average age of children was 13 years.

The average time since illness or injury was 4 years 9 months.
The gender d istribution of children was 17 boys, 10 girls.
63% of the sample acquired a brain injury through road traffi c accidents.
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INTRODUCTION

Eighteen young people with an acquired
brain injury participated in these interviews.
The sample of young people was diverse not
only in terms of age but also in terms of
ability. They ranged in age from 9 to 21 years.
However, they clearly differed in terms of
their insight into and understanding of the
consequences of acquiring a brain injury for
their own personal selves and those around
them. In addition, some individuals were
limited in their ability to articulate their
thoughts and feelings. However, a number of
others were cognisant of the changes they
experienced and recognised the differences
brought about by their illness or injury. On
the whole. the views expressed by the young
people were inherently influenced by their
developmental levels and their comfort in
speaking to a researcher who they had not
previously met. Yet despite the barriers faced
within such a research context. there is much
to be learned from listening to the views of
the young people who chose to take part in
this research.
This chapter presents an overview of the
issues which were raised by the young people
during a short individual interview. These
interviews could be characterized in terms of
differences and divergences. Frequently. no
one theme dominated the responses of the
young people. Instead. numerous ideas and
responses arose in relation to the questions
asked . As such. these interviews can function
to raise awareness of the some of the potential
needs. desires and experiences of young
people following the acquisition of a severe
brain injury.

EXPERIENCE IN NRH

The young people had mixed reaction s to
their experience as patients in the NRH. Some
of them experienced difficulties recalling their
time in the hospital. due to the time lapse
since their stay in the NRH or alternatively

due to cognitive difficulties in recalling past
events. The young people were primarily
asked to identify the positive and negative
aspects of staying in the NRH for a period of
time .
The more positive aspects identified were the
facilities or activities available. the friends the
young people made during their time there and
the individuals they worked with during the
rehabilitation process. The quotes that follow
exemplify some of the more positive views that
the young people held of the activities they
encountered and the sports they played :
[Was there anything that you liked about the
hospital when you were there7)
"The breakfast 'hat you get m the mornmg was
niCe. The supper The relaxation down

In

the

relaxatIon room. The mU5T( ..

There were a lot of sports wnen I was In rehab
It was fun and I enjoyed It. It was everyday and
you would receive a medal when you did well
and I had fun. "

A small number also recalled the professional
help they received and the benefits they
obtained from their time in the NRH.
"I was glad to be gOing there because I know
how well they work With people. I know that
they can do 50 much for you, that was

reas5unng
Other positive comments that arose included
reference to being in the NRH school, being
pushed around in a wheelchair and seeing how
the other patients improved over time.
Some negative comments were also
expressed by the young people about their
stay in the NRH . "Spooky", "bleak".
"repetitive". "scary" and "horrible" were some

of the adjectives used by the children to
describe their view of the NRH. Some
children expressed a general dislike of the
NRH . Others had more specific concerns
relating to the issue of hospitalisation itself.
These included such factors as the distance of
the NRH from home, their separation from
their families, the treatments and procedures
they underwent and the organisation of the
day. Some expressed dislike with concrete
aspects of the hospital environment such as
the nature of the building itself and the food
provided within the hospital. The following
comments illustrate some of the negative
views of the young people:

many of the young people expressed delighl
at returning to their home environment. some
of them also experienced difficulties in
adjusting back to life at home . The following
quotes illustrate some of the more positive
views expressed concerning their return
home :
[What was It like when you left there and
finally came home for the firS I time']
"It was great, I was ready to get out of there·

[So then you came home fully, what was that
like?)

"ft was nice."
"Being away from home was tough

[Yeah' What was nice about being back']

'You travel thIS en(Jre Journey and you c )me

to thiS budding and It IS all bleak·

(You·re) not allowed to go oursld

Play

football, see your fflend·
··It

IS

"I could do what I like

A number of the young people relished the
idea of getting back to normal, seeing their
family and friends and doing things that they
normally engaged in . The following quotes
are two such examples :

very qUiet I suppose, and you have

physlo at 930 a.m and then you go agalfl at

2 a 'clock I think It

IS

too much of a paCE

you are In there all day I think It 'auld be
better

Overall, a mixture of positive and negative
comments arose regarding the young
people's period of rehabilitation in the NRH .
While some of the young people appeared to
welcome the help received, the friends they
made and the facilities available, they also
encountered aspects which they disliked such
as features of the hospital environment and
removal from their natural home

~/d

see my fam, y and ~f room and

myd"8
·1 was very happv

[Were you

what made you happy)]

"To see my family and ("end' '8"n

Three of the young people mentioned the
welcome home they received and the party
that was thrown for them upon their return
home. For these individuals this was a
memorable event in their recall of the
transition from the rehabilitation facility to
home .

environment.

THE RETURN HOME
The young person's return home following
discharge from their initial intensive period of
rehabilitation appeared laden with both
positive and negative experiences. While

The following quote from one young person
highlights her experience of the difference
between the NRH environment and her more
local surroundings :
'" a thpr
r tr rJg lise hard abolJl J etfll
t ck hof'1c a'ld gett,n); b,IC_ I sc
)1
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It was different. very dIfferent .

[What was d/fferent 7 ]

-I was g~mg to school wIth people who weren
d,sab ed.)r whate,er aod tile} dldn't thInk of
l'1e as
th

t

t~at

rJ,sahled e t~er

dlsar

J re

~erause,

Iy It W 5 . . . 'Cay

,.J.. ....

dm', lock

Igh

during the re-adjustment period. In contrast.
the following quote reveals an overall
negative view of the move home from the
perspective of one young person :
'What was It ke Nhen iOU

fl hE ''''pltal'

"Really bad

[Wr.t was baa 7 ]
However, the transition from the N RH to the
home environment was not always an easy
one for children. A variety of difficulties were
encountered. These included physical
limitations such as having difficulty getting
about in their home and being unable to
participate in work about the home. Illnessrelated problems, such having difficulty
sleeping and feeling very tired, were also
identified as problematic by a small number of
young people. Two young people spoke
about the communication difficulties that they
encountered. Specifically, they identified the
difficulty they experienced in understanding
others, or alternatively, the failure of
individuals to understand them .
[What was hard about 117]
'C.wse they all knew and I couldn t
understand when they talked to one another
[What did you find was hard for you when
you came home 7 ]
'Well. 'he fJet 'hat nobody unde"tood mE
Services were identified as a bone of
contention by one young person. The
following quote reveals the perceived lack of
services within the home community to meet
this young person's needs following ASI :
[What was

J1

like wh 'n ou tlnl )hed lr all the

hospitals and 'IOU came home to Mom and Dad 7 ]
That wa>

WDf5e

'

nothmg happened No

one was "''''Plnt, me

I IU' t rj,

If" t

feel fight tha, a I

L av r g S t7;
"Yeah I dldn rea II} get USed ''? ItVI ,g aJ hom,
nymore
[It wa' hard to come back was It?]
Yeah th.nkmg about It dl .n 'ely"
While such comments were rare, it illustrates
that the return home may not be a smooth
transition for some young people.

CHILDREN 'S PERSPECTIVES ON THE
IMPACT OF AN ACQUIRED BRAIN
INJURY
All of the young people were asked to describe
what it was like for a young person to suffer a
brain injury. The language and terminology
used by the interviewer was tailored to each
individual. The researcher often attempted to
check with the parent prior to the interview to
identify what term the family used to describe
the child's illness or injury (e.g. head injury,
brain injury, accident). During the interview,
each young person described their injury or
illness in negative terms. Words such as
"strenuous", "hard" "shocking", "annoying"
and "sad" were used . There was a clear
consensus about the impact of acquiring a
brain injury among these young people, as
illustrated in the following comments:
,If you Nere to de" rrbe what ,t wa like fo, a
young person With a head Inlury, how would
you descrrbe IP]

While on the whole, it appears that most of
the young people were happy to return
home, some experienced specific difficulties

"Bormg, sad. all you do
thumbs and Sit down

15

tWIddle your

I n Isseo a lac ,){ days

my Ide

"IC .hange> eveJ;thmg for you

Th hardesc ching w/Juld be

I c m'c do a, f'luch Chlngs a, olher [IIIIOren

The young people identified a number of
things that were hard for them after they
acquired their injury or became ill. Over a
third of the young people identified their
physical limitations or sensory problems as
their primary difficulties .
)u ell f'l€ what things have been Ilk

.)uld

r you Since you were n the accident dild

I

you hurt (ourself
II

7

II was hard al {lfsl

lA'

e

D y u wlnt

te I m

(,elylhmg

"i

It

walk

ha' been ch hardes. tim for V""

YOl.• r 11JUrV

At'

arnm to '31k ilgam

Crying 10 gel everylhlng stalted

Other difficulties encountered could broadly
be classified as social issues. The perceived
lack of understanding from other people and
problems in peer relationships were
acknowledged by a minority of participants.
The inability to engage in activities and the
lack of things to do was a further difficulty
mentioned by a small number of young
people.

1/. hat

asduls l

d 1111- •

1t"8 frlendc

gal"

''''g my ham!

Being confined and limited and having to relearn the basic functional abilities and skills
proved challenging for some . In addition, a
small number of young people mentioned
medical-related problems such as seizures
and headaches as difficulties they endured .
A few children also mentioned the difficulties
they experienced in understanding or
assimilating the reality of what had happened
to them .
(mey w re

lold

Ir'lm che hospsral and Crymg co get back ,nlo

[W~ It

rr u

c mmg home

bullhen It was

alll,ght

R

01

following their return home.

mey wnusdn t accuall bel/f e C
, la
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Two of the young people also realised that it
took a considerable amount of time to get
back into their normal routines and to return
to their old self again . These individuals
identified the general difficulties that can be
experienced in getting things started again

It is important to note that a minority of the

young people had difficulty identifying or
articulating the impact of ABI on their lives
during the encounter with the researcher.

Changes in their lives
The young people were also asked to identify
things that might have changed in their lives
following their AB/' This question was difficult
for some to answer as a small number of
children did not have memories or insight into
life before their AB/' This may be due to their
chronological age, their cognitive disabilities
or a combination of both . Interestingly, the
young people more commonly identified
phYSical and functional changes in response
to these questions .

'M ,. and iOl'sn
I

In

W.}I k

any ""orE

'c go up r 10 rogncs, bec"" c I will g~

dizzy"

"IIUSI enuldn'l do anything when I came home
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In addition, many young people identified
limitations in activities as a result of their

"They call me (names) because I talk real slow
My brain Just doesn't function really fast

injury or illness.

It's not like everyone else .•

"Well I can't do the things I could do before

The remaining young people who were
subject to bullying or teasing did not identify
the context or reason for the bullying
behaviour. While a number of children
experienced adverse reactions from
individuals in their peer group, many of the
young people also identified peers who
appeared to display positive behaviours and
attitudes towards them . The supportive
nature of these relationships and interactions
will be discussed in a subsequent section .

Like running because I mIght t"p and even
walking I might fall down
L ke now (,.., not able to SYl.lrr and I wa5 a

great sWimmer
and how do you feel about not beIng able
te sWIm']

I leel a bIt sad
It appears the young people identified more
readily those more concrete aspects of their
lives that had changed, such as changes in
activities and motor behaviours.
In comparison, changes in relationships and
social or behavioural changes were less
frequently mentioned by the young people.
While at times the young people didn't
directly identify friendships as something that
had changed significantly in their lives, over
the course of the interview over a third of the
young people cited friendship problems or the
lack of friendships as an inherent part of their
experience post-ABI. The following quote
illustrates the adverse reactions from a peer
which one of the young people experienced :
ad thl {fiend and sil, w, lui
"/llt me

1t. 31
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and >he wa5 very upset about It

But whl'Jl I went back te. srhnof s e iurned
everybC'dy 19a1rst me Th.1 was very to ,gh

be u t.
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In addition, a Significant number of young
people reported that they were the subject of
bullying or teasing or staring from others at
some point in time . Some of these young
people were clearly able to identify how they
were picked on as a result of the visible
consequences of their injury.

Apart from the bullying behaviours of peers,
further changes were also noted in the
responses of others to the individual with
ABI. A significant group of individuals
mentioned how people treated them
differently in some instances . This had both
positive and negative implications for the
young people concerned . Two young people
mentioned teachers "going easy· on them in
school and were pleased about this . A
number of young people also noted that
people went out of their way to help them .
The following quote illustrates some of the
practical assistance which young people may
receive at times:
Th 'j look afrer me a lot beller

they

llways Make sure I'm all "ghl when I'm
((vSSlng the road because 01 the VIsion
tilln

While, at times, such efforts were welcomed
by the young people, a small number of
young people also highlighted times when
they found the help of others to be
unnecessary or overbearing.
In addition, one teenager mentioned how the
attitude of her parent towards exams
changed, thus placing less pressure on her to
achieve results than would otherwise have
been expected. On the other hand, at least

three teenagers Identified tt'lelr parents or
caregivers as being over·protective and
consequently restricting their freedom The
following quote Illustrates the Impact of this
over-protectiveness on the life of a teenager

• •
•

•

•
•
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Overall. only a few young people noted thaI
.ney had expenenced behavioural or
personality changes Two young people
however. Identified a change in their outlook
or approach to life

Atll per se, but to normal developmental
changes of childhood. or Indeed the
Interaction between these developmental
processes and the sequelae of ASI
When the young people were asked if they
experienced any changes In .helf school life. a
va',ety of different responses were received
F ve of 'he young people Idectlfled changes
In their educatlOna: setting For some, thiS
Inc'uded repeating a year and JOining a ne",
class. and for others It Involved jOlfllflg a lew
school. For some of these children. they
found It difficult belflg removed from the If
fflends and jOlfling a new class of peers.

IWa< here any,hlng oMo'enl In schoo

'" have bE'come braver
You ieel glad rhat you have achieveD

•

that au nave survived

Only three young people Ident,.ied notable
dlffereoces In their behaViour or their
perceptions of theil behaVIOUr. One
partiCipant claimed to fight more With hiS
brothe, and another participant claimed he
was getting Into fights In school 'n addition.
the foilowlog quote from a child prOVides an
example of how the child's behaViour was
Interpreted by others and was subsequently
InCOI porated Into the II own sel: schema

before llie aCCident
nd

~In(e

the aCCident

yOU

•
u ha
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J' IS Impc ftant to note that a conSiderable
number of 10uog people IdenNled no
r.hanges In their personalities or ~helr
elationshlps With family 'I1embers. rhlS ,.y
be due 10 vanouS ·easons. Those who
perceive thcm~elve';) to have recovered from
Ihelr ASI may perceive few reSidual elfects ,n
he" "ve5 '>ome Individuals may have
difficulty recalling pertinent changes In Ihi'''
yes dunng the research Interview However.
It I~ also Important iO recognise that SOrle of
the changes reported may 'at be due t,) the

y about that

Because all mv
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{fiends from tne at e

•
A sm.1I number of children also menlloned
hat they no ;onger partiCipated In certalfl
subjects ,n school a5 a result of their iIInes" or
Injur:,'

The young people had va fled opinions about
the demands placed on them In school
follOWing their AS!. Approximately. one thIrd of
the respondents felt that their Illness or Injury
did nol affect them In school However. about a
thlrL at the ch·ldren also expressed that hey
found school work difficult and demanding
Two chlidrerJ speclflLally rnenT;oncd how prier
to rh(./f Illness they were lOr;, I,...f the caSs, bu1
thiS WJS no IO:1ger the case
I wou d like /0 be lOp of the class ag<lln <lnd

furthermore. there were sn,ali number 01
children who felt that follOWing thelf Inlt,.1
rclurn ~o school aftcr thelf illness Ihey
I'xpeflenced much difficulty but thl> had
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dissipated over time. For some of these
children, their lengthy absence from school
resulted in them missing considerable
amounts of work, thus contributing to the
difficulty they experienced upon their return .

Toey practIcally dId every! on lor

~e

T,ley gOI tile people 5 allen, Gn fer me
lOa

y~u

want to tell me what Mum dId to

help']
Thus overall, there was much diversity in the
children 's educational experiences, with some
experiencing more problems then others.

COPING AND SUPPORT

Support received
The young people were generally
appreciative of the support provided by
family, relatives, friends, school and services,
during their time in hospital and following
their return home. When the young people
were asked to identify the support that the
immediate family provided them with, a
number of individuals mentioned a variety of
tangible activities or tasks which family
members assisted with or engaged in .
Interestingly, some young people did not
refer to the intense care-giving they
frequently received from their parents and
family.
[What about your famIly} Wha, dId they do
that helped you?)
"Come up to VISit me and broughl me home
and

Had a party m my house and Ihat was

good
M, brothers and S SIers played WIth me and
my molher and
lakong me up

la:~er

'0 Irp

were helpmg me

nosp'lal

(What d,o your tar "y de thai

Everythl g I couldn't do ."yll mE! my,el!
Overall, there were very positive perceptions
of the help and support received from the
immediate family.
Friends and neighbours, with few exceptions,
were also identified as important sources of
support. Once again, general suggestions
were provided as to the nature of help these
individuals offered. These included the
provision of general assistance when
required, coming to visit the individual
following their return home from hospital and
keeping them company or playing with them
at times .
The support provided by relatives was also
recognized by the young people. The
assistance they gave included providing
general support when needed, coming to
visit, giving presents and cards and helping
with homework .
One individual also noted the role of her aunt in
keeping her spirits up. In addition, two
individuals mentioned the role of relatives in
supporting other family members. The following
quotes show how these young people valued
the broader role which relatives played during
their time of need:

M J au"t _
~elped

you?]

They cooked well nJy mammy and daddy
.ooked me d,nner
Others were clearly aware of the vital role that
family played in the therapeutic process .

,he pI 'bably >upponed my

",urn a.s well, mum had to deal With

everyrl>mg
Well sure. they helped my /lttJe brolher,
because my aunt and uncle rook my /ltOe
brc ther everywhere
Services were also identified as an important
source of help that the young people

received following their AB!. The young
people readily identified the role of therapists
in assisting them with the development of
their functional abilities and motor skills .
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Approximately a third of the young people
also mentioned the role of peers in providing
assistance in the school environment. The
quotes below highlight the supportive role
that peers can play in aiding the child's
transition to school and assisting the child
during times of uncertainty.
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The following quote from a teenager reveals
her conception of the powerful role which the
health services played in her life :
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While many of the young people identified
specific benefits accrued from their work with
therapists ("did exercises with me"; "made me
walk quicker"), a minority talked generally
about how they "fixed me up" and "helped
me get better".
The final source of support that had a
Significant impact on the lives of the young
people was the support received in school. At
least half of the young people identified the
beneficial contributions of their teachers in
the aftermath of their AB!. In addition to the
general kindness and helpfulness of teachers,
more specific aspects of support which were
identified as helpful included being allowed
sufficient time to complete the work to be
done, setting work which was within the
child's capacity and having the teacher take
down the homework for the student. In
addition, two young people specifically
identified the importance of the support
received from their care assistant, while a
further two individuals identified the benefits
of individual or small group tuition they
received outside of the main classroom .

Overall, the young people identified
numerous sources of support and supportive
behaviours that were clearly important to
them in dealing with the outcomes of their
AB!. It was notable that many children and
young people found it difficult to pinpoint the
precise role that close family members such
as parents, had played in their lives since their
AB!. Perhaps it is easy to overlook the value
of those closest to us, in that the support they
provide is so pervasive that it does not stand
out. The young people clearly recognised the
role of therapists in aiding the restoration of
their lost skills and abilities . It is possible that
this is due to the visible results that the young
people identified as emerging, as a result of
the professional and formal sources of
assistance they received. These professionals
were recognised as having a specific function,
and therefore, more readily came to mind.

Support needs
The predominant sources of support and help
which the young people felt were required in
the event of an ABI during childhood or
adolescence was the receipt of professional
services and therapeutic interventions . The
specific therapies identified as important by
the young people were phYSiotherapy,
occupational therapy, psychological services
and speech therapy. The quotes that follow
pinpoint the perceived benefits of therapeutic
work from the perspective of some of the
young people in this study:
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'If they can't walk, someone to make them
even on the" hands and knees

gradually

like crawl"

'I have a good suggestion of what children
should get. They should get tv.'o physlo a day,
two speech ilnd two OT (Occupatlor al
T~erapYJ

because they're the only three that

helped me
One young person also identified the benefit
of having the therapist attend the home
instead of having to travel continuously to the
therapist's place of work,

In relation to school, a few children mentioned
the role of teachers and the benefits of small
group sessions or individual work with
teachers away from the main classroom
environment. Two teenagers also identified
the need to inform teachers about ASI so as to
prepare them for what to expect, One young
person also mentioned that the nature of the
child's complaint or illness could be explained
to peers or classmates, This participant felt
that peers didn't understand or realize the true
nature of her limitations or illness,

It should probably be explamed t~ them that
It IS not necessarily vIsible and that If you
can't see It,ll doesn't mean people are faking

It is interesting to note the large number of
respondents who mentioned the role of
therapists, as an essential requirement in
recovering from an ASI. Most notably, the
young people frequently referred to the role
of physiotherapy and speech therapy,
occupational therapy occasionally, and
psychological services only rarely. Perhaps
the service needs identified by the young
people are the services they had personally
availed of or received at some point.
Therefore, those services which they have
had prior contact with, might be more readily
identifiable and recognized as an important
part of the therapeutic process, It is also
interesting that the services identified
typically relate to the functional abilities and
physical deficits of the young people, with
less recognition of the need for psychological
support services emerging from the
interviews.
Other needs identified by the young people
interviewed included general support and
having people there for them, the need for
support from friends or indeed assistance to get
more friends and the need to prevent or stop
children from being bullied, In addition,
individual suggestions which arose included
the need for others to pray for them, having
assistance in the home with daily living activities
and the need for rest following an ASI.

It

If I had come

In

wllh a bandage on my

head, they would have said, 'Ok fhat's fa"
enough, at least she has a bandage on her
head she s not wei/' "
Further suggestions of help required in school
included teachers taking the time to examine
the student's work, giving the student
homework that was easy to complete, the
availability of aids such as laptops and also
lifts to facilitate easy access to other parts of
the school building,
Overall, a variety of suggestions emerged
from the young people's responses , The
young people thus recognised the potential
utility of support from many individuals and
recognised them as a vital part of their
recovery process,
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CONCLUSION
These interviews give insight into the ideas
and experiences of young people who have
suffered the trauma of an acquired brain
injury. The findings of these interviews reveal
the complex pathways which many of these
young people follow in the wake of an
acquired brain injury. It is also fundamentally
clear how the journey of the young people
post-ABI was very variable and highly
individual. From the time the children left the
NRH to return home, they were faced with a
combination of positive and negative
emotions and experiences.

Their readjustment to their familiar
surroundings was not always a simple process
but could be tempered by factors such as
their newly acquired limitations, the time
spent away from home and the availability of
support to ease this transition . The young
people recalled many changes in their lives
following their ABI ranging from changes
within the self to changes in the way others
treat them. Clearly, they depended on many
individuals to provide both formal and
informal levels of support to help them deal
with the challenges they faced .

Table S.1 Key points in young people's perceptions of their
lives following ABI
•

The young people's memories of adjusting to the NRH and adjusting to the home environment
following discharge from the NRH had both positive and negative elements.

•

Young people's descriptions of ASI depicted a negative emotional experience .

•

Perceptions of changes in their lives following ASI typically focused on physical and functional
limitations and changes in the responses of others.

•

The young people had varied opinions of the difficulties and demands which school imposed on
them .

•

Support was provided to these young people with ASI from a variety of sources, ranging from the
more formal to the more informal sources of support.

•

Therapeutic interventions and professional services were identified as significant needs of young
people with ASI.

45

Chapter (;

46

INTRODUCTION

FAMILY IMPACT

This chapter presents the results of 27 parental
interviews. During three of these interviews
both parents contributed to at least part of the
interview, resulting in up to 30 parents being
consulted in total. The profile of the children of
these parents has previously been presented.
Examination of the characteristics of the
children and their families reveals that this
sample of parents is a diverse and
heterogeneous group (see Chapter 4) . Many
factors are likely to contribute to the variety of
individual differences in the coping and
adjustment of families, and in the long-term
outcome for all. Such factors may include the
child's age, gender, residential location, socioeconomic status, family composition, type of
head trauma, time since trauma, age at onset of
trauma and the consequences of the trauma for
all concerned . The aim of this chapter is to
explore the diverse experiences of families, and
also to highlight the common factors which
many families may have experienced .

Emotional experiences
The devastating impact of the child's illness or
injury was one of the most striking issues
emerging from the parental interviews. Many
of these interviews were emotional in nature,
with parents frequently being upset at recalling
certain traumatic memories or incidents.
Parents used words such as "shocking",
"stressful", "hard", "torture" and "sad", when
describing the impact of their child's illness on
the family as a whole. The following quote
described one parent's feeling of sadness for
her child:

It has been identified that over the long-term,
parents become the primary support for
children following a brain injury (Ylvisaker,
1998). In addition, Ylvisaker (1998) claims that
parents become the primary providers of longterm rehabilitation services. Thus, parents
appear to have a crucial role in the aftermath of
their child's trauma.
Within the present study, parents represented
core informants on the impact of an acquired
brain injury and the needs of children and their
families. The parents' interviews ranged from
approximately 1 to 2 '~ hours. These interviews
were comprehensive in nature, as parents had
many stories to tell. The researchers specifically
targeted the folloWing areas in their
investigations: impact on family; health and
social service usage; educational experiences of
the child ; psychosocial well-being of the child
and the support needs of families.

"You're looking at your own child every day
and the way he is, and you know the way he
was. It's Just heartbreaking every day You'll
never get over that you'll never accept It You
feel so sorry for them as a parent and a
mother"

For a small number of parents, their sadness
was such an overwhelming part of their
experience that they described it like a death or
a grieving process. For these parents, the
severe changes which their child and family
experienced, represented a loss of the child
they once had, and a fundamental change in
their family unit as a whole , For some
individuals, the sadness has receded into the
past; for others, however, this sadness has
lingered on,
The sadness that families felt had many
dimensions to it. The parent themselves can
feel so much sadness, not only for their child,
but for others who have been affected, yet they
may also experience a whole range of
distressing emotions directly themselves, The
following quote summarises the difficulty that
families can experience in attending to the
emotions of others:
'We were all so taken up With Our own grref
and I {e/t
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sad that thiS had happened I

was sad for my chlid and those things were
difficult for her, yet I was in so much pain
myself emotionally

It kind of sphls

everything, in that everyone

15

"Our whole famIly fife was totally beyond

going

recognition

through thelf own Iltrle grief and the pain of
it all, and none of the family are relating to
each other"

Our family lIfe totally ceased

WIth It, totally It was ({ike) irving
Even at home was Irke liVing
was totally non.normality

Some parents also experienced such a high
intensity of emotion that at times they found it
difficult to cope.

"My energy levels were so low and my
morale was totally rock bottom

trauma that families endured. It caused much
chaos, turmoil and upheaval in family life .

I was more

In

In

a hospItal

a hospItal, It

(thar's the) only

way I can desCflbe ,t, totally unnatural Not only are immediate family members deeply
traumatised, but extended family members can
also be adversely affected. One parent even
mentioned how her child's injury had a huge
effect on the wider community.

worried about cracking up and feeling very
vulnerable to everything and trying to keep

Role of parent/parenting challenges

everyone gOing

Some parents reported fundamental changes in
their lives as a result of their child's injury or
illness. Such changes included a changed
outlook on life, changed life circumstances and
changes within themselves. The following
quotes illustrate the upheaval and life-altering
transitions which some parents experienced:

"I have highs and lows the whole time now
'The beha"lour thing lust got a bad

I

was

Just luSlng "ly tether With the whole thng
There were days I just 'elt like walking out
Ihat door I couldn't cope With her
Overall, the vast majority of families
experienced an intense emotional roller-coaster
of a journey following their child 's trauma. For
many, there was also a perception of feeling
lucky, in that their child could be worse, or a
sense of gratitude that their child was alive. Yet
despite this, a lot of the families experienced
many overwhelming emotions and many
challenges of a diverse nature . At the time of
the interview, many families were able to report
that things had settled down, but for others the
struggle continued.

Family-w ide effects
An acquired brain injury during childhood or
adolescence appears to have w ide-ranging
effects within families. It was evident from the
parents' interviews that each family member
was potentially affected by this stressful life
event. The lives of siblings, grandparents and
other family members were not immune to the

our fife

15

c ,anged c Implctely

You change a lot as a person and five a
drfferent "(e completely
My whole world fell apart for me and there
was no sunshine at the end of the road (or
me
It is important to emphasise that for many
families, their child 's injury or illness did not
occur in isolation . They frequently struggled
to meet and cope with the multiple demands
and stressors which life brought. Life events,
such as illness in other family members,
bereavements, care-giving of other family
members and other such demands, can occur
in addition to the challenge of coping with a
child who acquired a severe brain injury. In
addition, daily life stressors are an important
factor to consider. Parents frequently had
more than one individual to care for in the
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there was a sense of feeling completely
responsible for their child. The following quotes
indicate the perceived feeling amongst many
parents of being left on their own:
[What has been the most stressful aspect of
being the pnmary caregiver?]
'All the deCIsions being left up to you And
sometimes there would be limes when I
honestly wouldn't know what to do. That IS
hard
"It"s really the parents at home thaI s dOing
the work Well

In

my eyes, II's Ihe parenls.

We're left to cope and do It ourselves."

Despite this sense of responsibility which many
parents experienced, there was also a sense of
uncertainty amongst some of the parents about
what they should do, what was best for their
child, and how they should go about achieving
it. Parents were experiencing something new.
They frequently didn't know what to expect.
They were faced with the medical and
professional world which, for some, was a
daunting prospect.

and effort in their injured children. Apart from
the normal care-giving activities which in and of
themselves can be time-consuming, these
parents often faced intense work in
rehabilitating their child, and attending
hospitals and appointments. Many parents
reported being constantly on the road, going to
and from services or hospitals. For those
parents who lived some distance from the
capital, they frequently faced long trips to the
National Rehabilitation Hosp~al or other such
national facilities. When parents are requested
to carry out work for each of the therapies their
child is engaged in, the time invested in all
these activities becomes substantial indeed. In
addition, a small number of parents
experienced problems in getting their young
child to adhere to their exercise regimes.
'Oh my Cod, (,I was) something else I used
/0 take work

'rom all the therapists.

occupalionaltherapy, speech therapy,
phYSiotherapy and when Rob took the break
from Dun Laoghalfe, I'd get work from all of
them. I had to cope With all of that I had 10
do my level beslto do all that work, when
he'd come home It was desperale You feel

"II was very hard at first
dlfferenl child
heallhy

In

you 're raising a

your house. 'Alllhe lads are

gulily then if you didn't do It for Ihe child, as

a

parent"

there's no handicapped children

and we were dealing wllh something like

that, that we never dealt with before He
depended on us at that lime.

A small number of parents had doubts about
decisions made by health care personnel (e.g.
termination of treatment); however, because
this may have been unknown territory for them,
they may not have pursued the matter further.
A larger number of parents took it upon
themselves to fight for their child's rights and
their entitlements, an issue which arises again in
the section on health care services.
From speaking to the parents, it was evident
that they invested an enormous amount of time

Parents frequently become their child's tutors,
teachers, therapists and confidantes, all on top
of their normal parenting roles.
There also appeared to be changes in the
nature of the child-parent relationship. About
one-third of the parents spoke of the increased
dependency of their child on at least one of the
parents following the head trauma. Some
children became quite attached and clingy to
their parents. The intense period of time which
parents spent with their children following their
illness or injury, and the role of the parent in
fulfilling the child's needs, are likely to
contribute to this enhanced dependency. In
addition, over a third of the parents reported
adopting a more protective stance towards
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so

their child . This was related to the parents' fear
for their child's safety.

"Every tIme he goes out you're wondeflng 15
he all right. Even when he goes upstairs, I'm
terrified of him commg downstalfs, m case
he's gomg to fall, things like that, you know.
It 's there everyday, really, Isn't it? No matter
his accident is over years, It never leaves
you.
"Even though he's a good child, very happy,
very good like that, SIts back. I'm the one who
worries about him (the), one that's stressed
out and wOrried sick about hIm if he goes
outsIde the gate "
Having a child with special needs placed

reported, was partly due to the dependence of
the child on the parents, and partly due to the
difficulty of getting someone who would be
capable of attending to the child's needs. The
following quote illustrates the latter point:

"Maybe It'S wrong but because my child has
specIal needs, she needs special attentIOn /
don't know who you'd turn to for that"
The restridions on a parent's life ultimately
depends on a variety of fadors, such as the
child 's age, their stage of recovery, the time
since the accident, and the extent of the child's
special needs. A small number of parents
mentioned the need to make a concerted effort
to make time for themselves and do things they
enjoy. These parents perceived having time for
themselves as a crucial coping strategy that was
critical to their well-being.

limitations on some parents in terms of the

adivities they engaged in and the manner in
which they spent their time. They spoke about
difficulties finding someone to look after their
child, the inability to leave some older children
alone in the house, and the need to consider
the injured child's needs during any family
adivity or outing. Over half of the parents
spoke about restridions in their social lives and
a reludance or inability to leave their child in
the care of someone else. The following three
quotes illustrate this theme:

"Your whole sOCIal life , / suppose, IS changed
in the way you go about thmgs dUflng the
day and all. A lot of It is based around him,
because you have to be here for hIm, that
kmd of way. "

A minority of families spoke of the pressures
placed on their marriages or relationships with
partners following their child's illness or injury.
The comments that follow highlight the stress a
marriage may endure following the child's
illness or injury:
"It was a bIg stram on us afl, / suppose when

you do have an accident, it either brought
people together or It diVIdes. Because it was
going on for 50 long, it actually divided us. "
"/ nearly lost my marriage over it, do you
know? Because we were trying to cope 50
much on our own and we Just exploded one
day There was war here, / nearly lost my
marriage over it. ..

"We don 't leave him now, . we'd be all the
tIme with him. "
"/ don't have a life "
The difficulty in getting someone to look after
the child in the parents' absence, which
approximately one-third of the parents

The lack of time for each other, the different
coping mechanisms which individuals can
adopt, and the overwhelming stress which
people are under, can contribute to marital
strain .

Overall, it is evident from these interviews that

parents frequently face extensive changes in
their lives following their child's trauma. In fact,
parents frequently appear to become
'supermums' or 'superdads'. Parents seem to
carry much of the responsibility for their child's
welfare and at times this may be to the
detriment of their own welfare. While many
displayed a fighting spirit in their efforts to
secure help for their child, there was much
evidence of the trauma and strain that parents
and families had endured .
Impact on siblings'
For those parents with other young children,
the difficulties faced by siblings of the ill child
featured as a common theme during the
interviews. Parents reported that siblings
suffered from a whole range of emotions
following the trauma their brother or sister
endured . Parents repeatedly acknowledged
the upset, torment and stress experienced by
the other children. In addition , for those
children with ABI who were injured in road
traffic accidents, parents reported that some
siblings who were in the vicinity of the scene
of the accident experienced a sense of blame
or guilt relating to their brother's or sister's
injury. For a minority of children, this resulted
in long-term psychological problems requiring
professional intervention.
A large number of parents spoke about how
their non-injured children were neglected for a
period of time, and how these children
frequently lost a parent, both physically and
emotionally, for some duration. Parents were
frequently absent for long periods during their
child's hospitalisation and subsequent
rehabilitation . In addition , upon the child's
return to the home environment, the care they
require is frequently all-consuming and
constant for at least some duration of time, with
the result that other siblings can sometimes feel
neglected and by-passed .
,
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Parents spoke about devoting the vast majority
of their time to their ill child. Given the potential
long-lasting consequences of an acquired brain
injury, this sense of absence or reduced quality
time with their other children may last for a long
period of time.
Ar fhe end of the day I kmd of missed out on

a year. a year and a half, of my other cht/d's
Ide and he mlS ,ed out on Me

Parents can find it particularly hard leaving their
other children behind if they have to spend a
long period of time in hospital with their sick
child . The following quote highlights this
difficulty with one such parent
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As time progressed, a small number of parents
realised the negative impact their absence or
devotion to one child had on the other
children. The increased attention which some
parents had to offer to their ill child resulted in
jealousy, attention-seeking behaviours or longterm emotional effects in some of their other
children . A small number of parents reported
how their other children who were very young
at the time of their sibling's illness,
subsequently became clingy due to the parent's
absence for a long period of time.
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little chIld (other sibling) was ",at-'lIng me
wIth Hugh all Ihe lIme gelllnt; mum
altel'1I0n and everyf,ody's allenl/or> was to
/< Igr w dldn" re. 5e It

"

Over a third of the parents reported how their
other children had increased responsibility
following their sibling's illness or injury. Siblings
frequently took on a care-giving role and
assisted the parents in therapeutic regimes,
supervised the child or young person in the
absence of the parent, and looked out for the
child during school and social events.

day by day" and to "keep going" as much as
they possibly could. There was a strong sense
from the parents that they knew they had to
keep going and they had to be there for their
child. It was not a choice for people, it was a
necessity.
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Overall, it was evident that a number of parents
felt that the siblings of the ill child also had
important needs that needed to be attended to.
However, given the severity of the ill child's
condition, this was frequently difficult, if not
impossible, for parents to rectify. In many ways,
Siblings appear to be the neglected individuals
within this trauma. According to parental
reports, few siblings appeared to receive
support or assistance from health or social
services. For those who received formal
professional assistance, it appeared to arise
following a crisis in the child's emotional wellbeing some time after the trauma. The
provision of general support on the part of
professionals to all siblings following the
trauma, did not appear to be a regular part of
service provision.
The following quote from a parent summarises
aptly the need to support children who have a
sibling who has acquired a brain injury.
.:if
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Family coping
When parents were asked to describe how
their family coped with everything that they
faced. the most common answer that was given
was the need to "get on with things". to "take it
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Upon reflection. many responded that they
were not sure how they did it or where they
managed to get their energy from, but they
somehow managed to pull through it. The
perseverance, determination and willpower of
individuals, appeared to be the common factor
that pulled many families along.
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Social support was an important factor for
most families in the aftermath of their child's
illness. However, the issue of social support is
a complex one. There is not necessarily a
direct relationship between the needs of
individuals and the provision of help from
others. Within this study, family. friends and
neighbours were all identified as potential
sources of support. These individuals
frequently provided tangible services or
supports, in terms of gifts, food, transport,
babysitting and money. In addition, parents
spoke about people being there for them and

calling in to see them. Emotional support
appeared to be much less frequently cited.
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The paradox of social support, is that frequently
during times of stress, people do not know what
to do; they may feel too frightened and alienated
to be of help and, at times, they are unable to be
there forthose who need them. ThiS was evident
amongst some of the descriptions which parents
provided.
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A further paradox in understanding the nature
of support provided by Significant others is that
a small number of families discovered
something new about people that they hadn't
anticipated. Some people were there for
families when needed, yet others felt let down
by people for whom they had higher
expectations.
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For other families, there were limits to how
much they wanted from extended family and
friends. Some families were self-reliant; they
felt it was good to have support when needed ,
but otherwise wished to manage alone. A
smaller number of families were negative in
their evaluations of the support provided by
Significant others. For these families, they felt
people were too busy looking after themselves.
In addition, a small number of people felt they
coped by talking to others about their
experiences and their feelings, while others felt
they could share the responsibility of the caregiving with their partner. Some felt the need for
hope or optimism with regard to the future was
a necessary life-line in the struggle to recover,
while others identified the need for time out,
either through social or occupational activities,
as vital for their well-being.
A factor that is likely to infiuence the level of
support received by the family is the level of
understanding of significant others and
individuals within their support network. A
number of parents identified the lack of
understanding of others as a problem they
contended with.
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Some parents recognised that significant others
provided support in the initial days and months,
but, over the long-term, recognised that people
had their own lives to lead. Thus, there
frequently is a lime limit to the provision of
social support.
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A number of parents reported that because
their child looked 'normal' that people had little
conception of the impact of the ASI on the
child and family. They underestimated the
stress the family experienced and the care the
child required .

which their child experienced at some point in
time. The quotes below portray parents'
perceptions of some of the emotional
experiences of children with ASI :
'I can" see Ihe temper get ling any better.
because he '/I get frustrated 'cause he '/I see

Over the course of the interviews, many
parents reported that they did not have an
outlet in which to express their emotions and
seek support. There appeared to be an unmet
need amongst many individuals for emotional
support. Many parents expressed the benefits
of talking to other parents who themselves had
children with acquired brain injuries. Such
contact would facilitate identification with
others and foster support and communication
amongst people who had a high level of similar
personal experience. Although parents
frequently met other such parents in the NRH,
this contact often did not continue thereafter.
A large number of parents also identified the
need for counselling and family support as a
primary need for the child who suffered the
trauma, the siblings (particularly those who
witnessed a sibling's accident), and for parents
themselves. Some parents suggested it would
have been helpful for them to have someone to
talk to during the initial stages of acute
hospitalisation, while others suggested that
later on down the road it would be beneficial to
receive counselling to help them cope with the
immense stress and turmoil they experienced .
Overall, from the parents' perspectives, there
appeared to be little professional emotional
support provided to families following the
trauma.

and he does see the boys who started
national school with him

And now he's not

the same, and they don't want to be bothered
with him
hem

and he cannot go out the same as
he '5 sort of stuck here, he '5 confined

to th' wee space
"In 6th class. she wed a lot a/l fight and was
gIVIng out about the dISability She locked
herself Into the room and she.s Stl/l very
dIStant'

Parents differed in their assessments of
whether they felt their child had a realisation of
the extent of their problems. Some felt the
child had got used to their situation and didn't
realise they were different, while others felt
they had a clear understanding of the extent of
their disability and its impact. The majority of
parents identified their child as persistent and
determined in their efforts. The perseverance
that parents observed amongst the children,
was regarded as a crucial factor in the children's
progression and recovery.
'Even though she's

a gr~at mixer and she

doesn't heSitate

when her walking was

bad. she sn/l went out It wasn I that she
didn't realISe It, I knew she realised II she Jusl

PSYCHOSOCIAL EFFECTS OF AN
ACQUIRED BRAIN INJURY ON CHILDREN
Emotional effects of ABI

Parents identified many emotional disturbances
in their child in the aftermath of their illness or
injury. Few children appeared to avoid negative
emotional experiences at some point in their
recovery. Over half of the parents spoke about
the depression, the frustration and the anger

dldn I give a damn for It, To hell With 'eff'
she saId, she was gOing out walkmg and If
they dldn r like It Ihat wa< thpif bUSiness,

There was a sense of admiration amongst many
of the parents for the manner in which their
child coped with all the obstacles they met.
However, despite the determination which
many children showed, a number of the

parents fen their child was self-consCious and
embarrassed about their limitations and
disabilities.

Parents Identified a whole range of emotions In
their child follOWing the trauma. The aclive
efforts whICh children appeared to engage In to
confront their newly acqUired disabilities are
most noteworthy. Yet for all the efforts that
children engage In, it is important to recognise
the negative emolions that many experienced
and the residual effects that resided In some
children

The social effects of A BI
According to parents, one of the most apparent
effects for many of the young people who
acqUired a brain injury IS the social isolation
they experienced and the reduced contact with
friends, Only a small mlnonty of the 30 parents
felt their child suffered no adverse social effects
follow1l1g their trauma, and less than a quarter
of all families reported no difficulties at all In
terms of friendships follOWing the" child's
trauma, Many of the parents reported that their
child With ABI had few or no close friends.
Others spoke about the" child losing old
friends, not being accepted by their peers, and
being left out or neglected by people In their
schools and communities.

For many parents, the sOCIal difficulties which
the children experienced were due to the
Inability of other young people to accept the"
differences, and the" reluctance to walt around
for someone who may be slower to talk or walk,
or unable to play certain games. For other
young people who have acquired a brain 1I1JUry,
there may be difficulties 111 SOCIal Interaction,
knOWing how to act In certain sltuallons, and
how to relate to people
The sense of drfference, WhICh, at times, IS
created by the non-Integration of these young
people, poses a further question of where
these young people feel they belong. The
follOWing quote highlights the experience of
one parent whose child felt he did not belong
In a category of people With disabililies but
whose 'normal' peers did not accept him
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A further difficulty which some parents felt their
child endured was the teasing, bullying and
name-calling of others, Children's vulnerabilities
were often identified and made fun of. A
minority of parents also felt that their child was
being led astray and taken advantage of by
others.

(h'lt

Yet the converse of this is that a minority of
parents stated that their child had never
experienced any bullying or teasing following
their illness or injury, Furthermore, many
parents identified the positive, helping and
prosocial behaviours of some peers and
classmates towards their child. While some
children lost their old friends, others had
individuals who helped them re-adjust to their
home and school environment.
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For children who used to enjoy or excel in
certain activities, parents felt it can be
frustrating for them if they can no longer avail
of these opportunities,
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According to parents, a large number of children
were restricted in some way from partaking in
activities or events, A combination of physical
limitations, speech difficulties, and behavioural
problems impacted on many young children's
social activities. For some children, activities
such as sports, music and social outings were
difficult to participate in, Other parents spoke
about their child not being able to keep up with
other kids, always being picked last for teams,
and having limited participation in social events,
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The development of peer relationships is a
primary need for young people, Friendships
can function as an important source of security
and support, while also providing a context in
which one learns about oneself and the world
around them , Friendships can also lay the
foundations for the development of
relationship skills such as intimacy and
reciprocity (Hartup, 1992; Schaffer, 1999).
Consequently, the absence of peer
relationships represents a significant obstacle
to the integration of these young people in
society,
Once again, it is important to state that there
were some parents who felt that their child
took part in activities, were included by others
in events, and were not held back from
partaking in activities or events, While the
outcome was not negative for all concerned,
there was a significant proportion of parents
who identified their child as experiencing
social difficulties and, as such, required
attention.

For a parent, their child's social isolation and
victimisation is harrowing to observe and
difficult to remedy. Some parents were
exasperated at the lack of social outlets for their
child with ABI. There were a small number of
parents who felt their child was exclUSively
dependent on their family for social activities or
social engagement.
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The concerns that parents expressed during
the interviews were frequently not only rooted
in the past and present, but also in the future.
Parents expressed many future worries for their
child with ABI.
'1 pray 10 God every nrghllhal he Will have a
good I uture and chat he will flrd 1 Job II al
WIll Utt him. Th~1 s al/'hall am womer!
IS

hiS fut';re ..

t

Some parents feared their child would never
work or live an independent life. For those
parents whose child with ABI was older there
were concerns about where they would go and
what they would do after they finished school.
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Many parents, however, had broader concerns
about where their child would end up, who
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Thus for many of these parents a level of
uncertainty exists about what the future holds .
Overall, according to parental reports, children
and young people face many obstacles in
growing up following an acquired brain injury
and have many support needs as they grow
and develop.

They need 50 much confidence 10 (OPP WIth
r'I/;,'1g

For those parents with primary school age
children , they frequently worried about the
period of adolescence and the transition to
secondary school. The teenage years were a
concern for many parents, as they envisaged it
would bring new challenges for both the child
with ABI and themselves to cope with .
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Those children with more severe disabilities are
particularly at risk from exclusion from their
peer group, and parents face many challenges
in finding appropriate settings and adivities for
these children .

[To what extent do you think the health

'The awfu/lhlng about head injuries

services are meeting Jenny's needs?]

we thought thaI we would never get to Dun

"Absolutely not. No way, I don't think they are

Laoghalfe and then, when we got to Dun

at all, at all Because if they were, they should

Laoghaire, we were so excited about it . .that

IS

thai

give more time to kids m her position It's

we were gomg to get Jason back We were

ridiculous. I know there may not be too many

very na;'ve, really, and I fell that the day Jason

around that are

left Dun Laoghaire, I thought that all my

who've had strokes

prayers had been answered. Everything
[Do you thmk the current health service
provISion is meetmg John's needs? Do you
think it's reasonable?]
"Badly. The pOint of view IS that he should

would work out fine, but I was sent home in
kind of a "mba with Jason, There were no
services of any kmd and I was Just left to carry
on by myself. "

have more physiotherapy. He hasn't had any
occupational therapy since he came home."

"Once he left rehab, that's it, just drop him
mto a bJack hole, basically. He's gone from

Many parents recognised that staff in local
services were heavily burdened, that they
had a variety of clients to work with, and had
insufficient time to devote to individuals. In
addition, a number of parents faced problems
of staff shortages and unfilled posts which, at
times, resulted in the unavailability of a muchneeded service in their area.

A large number of parents felt they were
abandoned and neglected following their
return to their home community after a
period of rehabilitation in the NRH. A
common problem which parents perceived
was the lack of follow-up support after
children had been discharged. Indeed, many
recognised a discrepancy between the care
they received in the NRH and the care they
received from their local health services. The
team approach, the specialised knowledge
and expertise of staff within the NRH, and
the intensity and appropriateness of
interventions in the NRH, were seen as a
stark contrast to the level of care or, for
some , the lack of care they received in their
home communities.

"After all that they had done, and how far that
they had brought him, and then home to
nothing"

the system and he doesn't have the care that
he does need"
Many parents were exasperated at the constant
struggle to obtain services for their child . Over
half of the parents spoke about having to
actively fight for their child's rights and the
fulfilment oftheir child's needs.
"Oh you have to fight, there's thmgs worth
fighting for .. "
"You shouldn't have to fight for these things
when you come back. This is my home and
always will be. Why should I have to stay up
In

Dublin for another 6 months when he can

gel the treatment at home? Why can't they
cope with the needs of my child? It is just
unbelievable"
In addition to the struggle to obtain services,
when services have been obtained, it
frequently falls on the parent to co-ordinate
such services, monitor the child's progress, and
provide vital information to service providers. A
number of parents identified the need for a
middle-person to act as a communication link
between the NRH, the hospitals and the
community services.

59

60

If they had one person that could come

In

and convey Information back to the vanous
bodies

you need someone to see the

sItuatIon In these homes and they would
follow up and go back . and go to
somebody and tell them that thIs

15

what IS

needed In thIS house. "

Having a 'Case Manager' or a middle person to
monitor the child's needs and negotiate
amongst the various service prOViders was
identified by a number of parents as an ideal
way of assessing the child's progress and
identifying priority needs.
A further difficulty which almost half of the
parents faced was the lack of experience and
understanding of the nature of acquired brain
injury amongst many professionals. For some,
this resulted in inadequate assessments of their
child, inappropriate expectations of their child
and an uncertainty about what to do with the
child.

parent. For some parents, they frequently
experienced a lack of follow-up to their
enquiries, with the result that they were left
feeling confused and uncertain about the
continuation of services. A communication
problem noted amongst a small group of
parents was the lack of information provided in
the acute and specialist centres regarding what
to do in the event of problems arising, or what
to expect from their children at a later point in
time. This proved bewildering for parents at
times, and reduced their sense of control over
events.
A significant group of individuals spoke about
the costs which accumulated as a result of their
child's illness. Travelling up and down to
hospitals, paying for accommodation during
their time in the NRH, and paying for childcare
while parents were away, added to the burden
which some parents faced. Further costs were
endured by those who resorted to private
services in an effort to obtain the help their
child needed.

"The Impression I was getting was Ihey really

"We have paId a fortune for the

dIdn't know what to do with hIm because

physlOlherapy - £70 pounds a week - and

they dldn'l seem famdlar wllh a head Injury at
all. '
"It's Jusl an aCCIdent happened

brain injury They don 'I.

you gel

a

Ilhlnk they JUSI think

il comes back to normal after a certam amount of
tIme whIch I don't thmk IS the case

According to some parents, there also
appeared to be a lack of information and a
break down in communication within the health
services. A small number of people reported
finding out some time later that they were
entitled to receive certain allowances or grants.
For some of these parents, they only
discovered this information from speaking to
other parents. Parents also reported
communication problems amongst health care
personnel. A number of parents reported poor
communication amongst services vis-,a-vis the

Ihe health board need to do somethmg. "

A small number of individuals reported going
into debt as time progressed. For those who
had a court case pending, if their child was in
an accident. the length of time which parents
waited for their settlements to come through
was a crucial factor in alleviating or aggravating
their financial situation . In addition, a small
number of parents noted receiving assistance
from the NRH or the health board during their
time in the rehabilitation faCility, in terms of
transport or financial assistance, which proved
very beneficial.
A further ongoing difficulty, which about onethird of the parents emphasised, was the
extensive travel they had to engage in to get their
child to services and therapies. This was
particularly a problem for those who lived in rural
areas. For those who had no transport of their
own, this was a difficulty if the majority of services

were not within walking distance of their home, or
If a good transport system was not available.
"It's JUs!, you have to travel (or everything,
and It'S not Just that you mind travel/ing, It'S
lust that the child is tired, and hot. and cranky
Stressed "
'" would like someone to come Into the house
and take over with Jessica and give me

a

break. Instead o( driving al/ the time

Extensive and regular travelling to
appointments can be disruptive for children
and their families. Some parents spoke about
being on the road a lot. and being absent from
the home, during the time when their child may
have been engaged in multiple therapies.

Overall, a variety of problems were
encountered amongst many of the parents.
However, it is important to emphasise that a
small number of parents were generally happy
with the services they received. Some of the
more positive aspects of services which parents
encountered included the delivery of prompt
and appropriate services and aids, and a coordinated team approach.
It appeared that those children who attended
multidisciplinary clinics, or resided within a care
setting in which they had access to various
professionals, fared better in terms of their
receipt of services. While some parents may
have felt dissatisfied with the level of
intervention received within these services,
others received a co-ordinated team approach
and regular input from professionals. However,
the availability of professionals and services
within these organisations or settings varied
from place to place, thus affecting the overall
satisfaction levels of parents . In addition, for
those with a limited availability of services, the
remaining care needs of children and their
parents may have been neglected.
Furthermore, some parents debate the
appropriateness of multidisciplinary clinics that
primarily deal with congenital disabilities for

children who have acquired brain injuries. On
the whole, however, those who had the
opportunity to avail of such services tended to
have a greater range of services and
professionals available to them.
A number of people spoke about specific
individuals who had a positive effect on their
child, self or family. Personality factors and the
perceived helpfulness of professionals clearly
played a role in parents' views of services.
Parents frequently spoke about a specific
individual such as a physiotherapist, speech
therapist or psychologist to whom they were
grateful for the service provided and the
compassion they displayed. A minority of
parents had regular and ongoing visits from a
public health nurse, following their child's
return home from the NRH. For those
individuals who received this service on an
ongoing basis, there were many benefits in
having a person come to the home, and
provide advice and a friendly listening ear.
However, the vast majority of parents reported
not seeing the public health nurse or seeing
very little of them. GPs also featured
prominently in the positive assessments which
some parents provided. The positive aspects of
GP services included their understanding of the
parents' concerns, the provision of a friendly
listentng ear, and their response to the child's
health-related issues. A small number of
individuals also spoke positively about knowing
that a particular individual was there for them if
they needed their services or advice. This
provided parents with security and
reassurance. Finally, it is important to
emphasise that a number of parents praised the
care they received in the acute hospital
following their child's trauma, or subsequent to
the trauma, in the event that the child had to
return for further treatment or care.
Overall, it is clear that the provision of health and
social services to children and their families was a
contentious issue. There appeared to be many
unmet needs and many gaps in service provision
for those whose child had suffered a head
trauma. Inadequate availability of services, poor
co-ordination of services, the absence of a
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support, advice or information resource for
families, and a lack of family support to help cope
with the trauma, appear to be the primary
difficulties which families face. The failure to
provide such services evidently increases the
burden on families, hinders the progress of
children and impairs the families' ability to cope.

the appropriateness of the setting in which their
child was placed. The following quotes are
examples of such uncertainty:
"It IS a good school. education-wise but to

me,

It IS

for dealmg With cerebral palsy

children, you know? Maybe I am wrong but I
dor't think thaI

EDUCATIONAL EXPERIENCES AND
EDUCATIONAL SERVICES

The challenges children face
Parents perceived their child with ASI to face
many challenges in the school environment.
They identified a variety of academic difficulties
which the children encountered in relation to
their school work. Most notable was the time it
takes a lot of children to complete their school
work, both in school and at home. In addition. if
children do not get sufficient time to take down
.their work, they are at a further disadvantage.
According to parents, children's slowness in
writing, reading difficu~ies and the time it takes
for some children to organise themselves and
physically get the necessary materials, all
contribute to the lengthy time children invest in
their work. Some children appeared to struggle
with particular subjects more than others (e.g.
maths and Irish). Other parents reported
general memory, concentration and learning
problems, which added to some of the
children's difficulties.
In addition, parents reported added problems
of missed time from school due to
hospitalisation and repeat appointments. Some
parents chose to keep their child back a year,
while others felt it was best to return their child
to their original classmates.
The question of where to send the child to
school was a concern for some. For those
parents who faced the choice of full -time
special education versus regular mainstream
school, this was a difficult decision. In addition,
it was difficult for some parents to find an
appropriate special school for their child if this
was the route they chose to go. Some parents
experienced a level of uncertainty regarding

It IS

the right place Paul

hasn'l gOI cerebral palsy. you know. and mosl

of the children down there are m
wheelchairs •
"I thmk it wasn't the right place. but

best place It

IS

It

was the

very different being a head

injury person than somebody who has been
disabled all hIS or her Me '

It is also important to emphasise that, for those
in mainstream schools, even if they may benefit
from special assistance or extra resources, there
are other factors that may impinge on these
decisions. A small number of parents
emphasised the need for their child to fit in and
feel 'normal'. Receiving special assistance may
result in some young people feeling different;
however, others may cope with it quite well. At
the time of the interviews, six of the 27 families
had children who attended a special school for
much of their education.
One of the more crucial factors in the parents'
perceptions of the role of the school in meeting
their child's needs was the supportiveness and
interest of the child's teacher or principal in
working with both the child and the parent.
About half of the parents were positive in their
assessments of individual teachers or school
principals. Parents spoke about certain teachers
or principals being helpful in securing extra
resources for their child, being approachable if
the parent had a concern or worry, and
supporting their child in a variety of ways. The
following quote is one such example:
She got great help ," sc lOol and ner
prmCipal was a great help
her out

In

He would bring

the wheelcharr and h( would put

As the following parent idenllflc). t.,(' ·C'sporsl'

(f d teal.hu can have a slgmtlL:!lIt mpac+ 0-'
d·ltC.f, .ai )1 J<..l;UrI dJH..i .urufUl Wl,lw

s(hool

Cl

~

It:

vrronme"lt.

A number of the parents also mentioned therr
child', school was accommodating, ne"ble and
Willing to do whatever they wuld for the"
child The follOWing quotes illustrate some of
the efforts thaT parents appreciated within the
~lhool environment

')UICI< of the parel t< also felt herr chId needed
rnc.rc home tuition, While other') felt !here wa') a
ntx~d for more one-lo-one tuition or small
grQup tUItion durrng the class day There was "
clear perception ot the berefrts of resourcps
such ~s horne tuition, resource cmd remedl.ll
tcachlng, Over a third of the parents had a
deSire for more help of thiS nature In addltloP
some parents felt the general lias> teacher was
not attending to some of the chIldren's needs
Within the larger class settIng

The ...-hool represenled another context rn
Whl~'1 sOme parents had to Ight for services, At

tIme'>,

ley also faced long delays ," rec€tvlng
A >Igmficant number
~}I pal t"llh expenenc..ed difficulty In ac..ces'llng
resources or aIds for therr child, wrth a number
of parents IdentIfyIng the need to fight for
resources for therr chIld

rjUl:h

There were however '>Orne parents who (c-tt
their child received Insufficient help and sUppOrl
Within the swool environment While a number
of parents had poSitive perceptions of ,nd,vidual
teacher;, a small number of parents also
obsprved a lack of teacher;' acceptance 0'
Intprest In their child, Two parent$ 'poke about
'he reluctance of a class teacher to faeolrt3te or
a.llow a classroom assistant to be present in their
(lass While thIS IS, Indeed, a small number, ~
may have slgmflcantlmphcatluns for ~h"
particular chIld's progress and adlustment
Other parents spoke about the negatIve attItude
that some teachers dISplayed towards their
child This IS Illustrated In the quote, below:

np'~ded l~sislan(e
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"You drop In 500 stones and only one mIght

"The older she gets, the more worned I get,

appear, you know I don't know whether It

because I can't Imagine her gOing to

was the County Councillor that arrives on my

secondary school To see her copmg from

door and I told them

one classroom to the other

Remembering

to take her books, remembering thIS and that,

A further problem which some parents
encountered was the lack of understanding and
experience of teachers of acquired brain injury
or disabilities in general.

akmg notes down from the blackboard She
can be qUIte slow wntlng, you know Takes

a

long time to do her homework, so It'S gomg
to take her qUIte a long tIme

It was the first tIme they are seeing a chIld
wIth

a head mjury coming into them They

wouldn't have a clue how to deal wIth that
chIld They lust did their best to

Many parents felt their child was more
protected within the confines of primary
school, and worried about the obstacles and
challenges that secondary school would bring.

accommodate hIm, but It was no good really'
"Schools should be aware of what's available

CONCLUSION

and pass the Information on. There should be

a person WIth responsibIlity for dealmg WIth
children WIth d,sabilitIes. "

Some parents advocated the need for further
training of teachers, improved communication
between the NRH and local schools, and the
need to prepare teachers for the consequences
of an acquired brain injury and appropriate
teaching methods for children with speCial
needs. In addition, three parents speCifically
identified the need for a professional to speak
to the child's classmates to prepare or inform
them about the child's injury or illness and the
consequences of it.
"a profeSSIonal should have been sent Into

In many ways, it is difficult to provide a concise
summary of the issues that arose during these
interviews. The complexity, intensity and
pervasiveness of the impact of ABI is clear. The
parents' reports revealed that many parents
were engaged in a continuous search for the
optimum level of care they could attain for their
child . Yet they faced repeated obstacles in their
quest to secure a better future for their child .
Overall, there appeared to be many hidden
victims in the aftermath of ABI. Parents
frequently became so engrossed in the plight of
their child that they did not attend to their own
needs. In addition, the siblings of ill children
experienced many fundamental changes in
their lives, and they were often hidden victims
within this trauma.

the classroom to explain to the other children
because the word 'head injury' meant nothing

to them. She was stIli the same to them, but
was Danna with the messed up brain

For those parents whose child with ABI was In
primary school, approXimately half of them
were concerned with how their child would
cope with the larger and more complex
environment of secondary school. Many of
these children were in small rural schools and
thus there was greater familiarity amongst the
children and the teachers.

The tables that follow summarise some of the
more pressing issues which emerged from the
parental interviews.
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Table 6 . 1 Key points in parents' perceptions of the impact of
ASI on family members
o

An intense emotional trauma is often endured by individual family members.

o

Intensive care-giving and responsibility often lies with parents, and consequently many restrictions
are placed on their lives.

o

Families often feel a sense of abandonment following discharge from the NRH .

o

The impact of parental absence on Siblings was commonly Identified .

o

Significant psychosocial sequelae are experienced by children with ABI.

•

There is a sense of determination, perseverance and motivation among families and their children in
an effort to live their lives in the aftermath of ABI.

Table 6 . 2 Key points in parents' perceptions of their
community-based care experiences
o

Parents perceived a lack of follow-up care following discharge from the NRH.

•

Inadequate service provision and insufficient resources were common problems encountered .

o

Parents often had to actively seek services and fight for optimum levels of support for their child
and family.

o

A lack of experience and understanding of ABI was observed amongst community health
professionals.

o

A lack of co-ordination between services and service providers was encountered by families.

o

Poor communication / lack of information regarding service availability was a further problem noted.

o

Practical implications of service provision for families (e.g. cosl and travel) were important
considerations for families .

Table 6.3 Key points in parents ' perceptions of their child 's
educational experiences
o

A variety of academic difficulties were experienced by the children .

o

The perceived helpfulness / unhelpfulness of specific teachers or principals had a Significant Impact on
the child's educational experience .

o

There was much variability in the ability of schools to accommodate a child with special needs.

•

Parents experienced some difficulties in accessing resources or aids for children with special needs .

o

The lack of experience or knowledge of ABI amongst school personnel was commonly found .
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INTRODUCTION
Research has shown that an acquired brain
injury changes the life, not only of the child
concerned, but of the family as a whole
(Taylor, et aI., 1995). The focus of this chapter
is on the impact of an ABI on the other
children in the family, the siblings of the
injured child. Here we draw on interviews
with thirteen siblings, ranging in age from 10
to 35, six males and seven females.

there was any other significant loss as a result
of the incident causing the injury. Some
siblings had been hospitalised themselves
following car crashes and some had lost
other family members in car crashes. One
such sibling found it difficult to disentangle
the impact of the child 's brain injury and the
death of a parent:

In Chapter 6, the parents' perspectives on
the impact on siblings were presented .
Parents highlighted the impact that the injury
had on their whole family, with all family
members experiencing increased stress in
the period surrounding the injury and in its
aftermath . Parents in the present sample
spent long periods of time away from the
family, with the result that they had less time
to spend with their other children. Parents'
accounts also revealed the high degree of
adaptation that is made by families to
accommodate the needs of an injured child
on his or her return from hospital. For
example, parents spent a great deal of time in
the rehabilitation of the child, such as with
physiotherapy.

flipped over 50

"Well everything changed, my whole He

Some of the siblings had been too young at
the time of the injury to recall the immediate
events around the illness or trauma, and
found it difficult to talk about how the injury
had affected their own life or the life of their
brother or sister with an AB!. The majority of
siblings interviewed , however, gave accounts
of the time around the injury and initial
hospitalisation of the injured child, and of the
aftermath of the child 's home-coming, that
resonated with the parents' own accounts .

FACTORS INflUENCING IMPACT ON
SIBLINGS
It is important to bear in mind that the injury
to a child in any family occurs within a
context, including factors such as whether

In

It'S

hard to say how ftke Paul

particular changed, because everything

was changed ..
The context also includes such factors as
how close and resourceful the family is prior
to the injury, the number of children in the
family and their ages and individual needs,
and the location of the family home in
relation to national treatment and
rehabilitation centres . It is important to bear
in mind that this considerable diversity in
individual and family circumstances shaped
the experiences and perspectives of those
interviewed .

THE EMOTIONAL IMPACT OF THE
INJURY

Reactions to the initial trauma or
illness
Several of the siblings recalled the trauma or
illness with some distress, becoming upset
during the interviews when they talked about
what had happened and how they had felt at
the t ime . Their distress signified that the
initial event represented an important
emotional period in their lives, marking the
beginn ing of a period of turmoil and change
for the whole family. Siblings recalled the
initial shock and uncertainty, and the anxiety
that surrounded it. They also recalled the
ensuing relief for all the family when their
sibling survived the trauma or illness.

"It was a shock and It was frightening for the
tIme that she was SIck"

[What was It like seeing hIm?]

The period of hospitalisation

"DisappoInting"

The period of hospitalisation for the child
with ABI was typically lengthy, and was a
stressful period for siblings, on a number of
levels. Siblings' first encounters with their
injured brother or sister after the ABI,
occurred in the hospital setting. These
encounters were experienced as being
upsetting for siblings, who found it extremely
difficult to see their brother or sister in the
hospital, particularly if they were
unconscious or were not able to speak .
Several recalled their struggle to manage
their own emotions when they first
encountered their injured sibling in the
hospital :
Well you go. like stop, stop. trying to stop,
trying not 10 cry

when JulIe was awake and

she dldn ' know where she was like, and I
started telling her where she was, what
happened and all thac Ic was kind of sad
when she couldn't talk to me, lIke
'Well I thought he was dead

so far as I was

concerned he was dead and gone. And then
It turned oul that he wasn'l really

il was

kind of, I don't know, I couldn't come to terms
wIth It
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interview.

when Isaw hIm IjUSI, couldn'l be In

the same room as hIm
Their emotional reaction to their injured
brother or sister was shaped, in part , by their
expectations about how the child had been
affected by the brain injury. Some children
were surprised to find the child able to talk
and laugh, even if there was a clear
difference in speech and other abilities .
Other children, however, were shocked and
upset to see for themselves how their Sibling
had been affected by the illness or trauma,
and the recollection of this experience
caused them to become upset dunng the

The most difficult aspect of the injury for
many children was the lengthy separation
from their parents during the injured child's
hospital stay. Parents' absence from the
home was experienced as more difficult in
the context of children's own worries about
their injured sibling, or in the context of
another loss.
[What was the hardest thIng for you?]
"Not seeing your mum and your brother"
"(It was) annoying really

stay,ng WIth

someone else thac you don't really know
much"
The distance of the family home from the
NRH had a bearing on the extent to which
children felt isolated from their parents and
injured sibling. Those living at further
distances typically did not visit the hospital
frequently, and parents spent long periods of
time travelling. Siblings recalled this as a
period when their mothers were absent a
great deal, and when people other than their
parents, typically looked after them . Several
siblings missed the whole family being
together to share daily family life.
Siblings also recalled the period of
hospitalisation as a time when their parents
were upset and worried, and it was difficult for
them to see their parents struggle to cope .
"Well for my parents, it was a bIg criSIS They
were gOing around In CIrcles I felt •
Siblings typically saw qUIte little of the child
with ABI during this lengthy hospitalisation
period, particularly if they were young
children themselves at the time . Many
missed their sibling a great deal, and some
found that it was difficult to pick up the
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threads of their relationship again after such
long periods of separation.

Ip a way
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challenging for their parents and that it was a
time of considerable anxiety.
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The homecoming
The return of the child with ABI to living at
home, represented another significant change
in the lives of siblings. These changes were
mainly described as being positive . The event
of the homecoming marked the end of a long
period of family separation and disruption for
most siblings, and they remembered this,
even if other details about this period in their
lives were difficult to recall.

re (us y.

fur

au know.

but 'hlngs at

Ihal he was finally home

was

The hospitalisation period forced a
separation of the entire family. As a result,
the time in which the injured child was in
hospital, stood out for siblings as a
particularly difficult period in their lives.

;0 remember re Ie
y

rls wheeleha"

SIBLINGS' PERSPECTIVES ON THE
IMPACT OF THE INJURY

Impact on injured brother or sister
Siblings varied in their views of the impact of
the injury on their sister or brother and the
knock-on effect of these changes in their
relationships with them. Younger siblings,
particularly those still in primary school,
recognised that there was some difference in
both physical and mental capacities but
found this difficult to articulate in the
interview. Most felt that their brother or sister
was now different from other children .
It

g

ltJ,f,rnn

They were relieved to be able to spend time
together again as a family, even if there were
many adjustments to be made .
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Many siblings acknowledged that while the
homecoming brought relief, it also brought
new adjustments as all family members tried
to accommodate the needs of the child with
ABI. In some cases, families encountered
novel challenges as a result of their child's
newly acquired disabilities. The use of aids,
such as wheelchairs, may have resulted in
access issues for some families. Many
Siblings were conscious that this period was

r"e rlY thmg

'hat has char p,ed I Ih r he s a Itt e qLII lef
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Some of the younger Siblings had a sense of
having lost a playmate, particularly in terms
of involvement in sports and other physical
activities . One younger sibling said that if he
had three wishes, one of them would be that
his brother "would be good at sport."

Many siblings viewed their brother or sister
as being more vulnerable since the accident
or illness and adopted a protective role
towards them. Like parents, they worried
that the child was more susceptible to fal ls
and were concerned about the impact this
would have.

A number of siblings felt that their parents'
lives were consumed, on an on-going basis,
by the time they needed to spend caring for
the injured child.
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Siblings were also protective in terms of their
sensitivity to how others might react to the
child when he or she returned to the
community or to the school. Among this
small sample of siblings interviewed, there
was not a great deal of evidence that children
with ABI had been teased or bullied,
although there were a small number of
accounts of this occurring. There was,
however, a strong sense that if such teasing
should occur, siblings were primed to
respond in defence.

'Viol

I\IIw

~

(tee. purr/pI; I e r balk r

Y

cI 00/. her leg w crampcci .I: d pMple
tart ~ (allin~ her names dnd I W 5 standing
ur ~" .. her JikD
On the whole, these interviews suggest that
siblings were strongly motivated to ensure
that their relationships with their injured
brothers or sisters developed in a positive
way, and that they put a good deal of effort
into ensuring that this was the case .

Siblings' views of the impact of ABI
on parents
Siblings of all ages felt strongly that their
parents had experienced a major trauma and
in some cases they found it difficult to
witness such distress in their parents .
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There was evidence that siblings felt
empathy with their parents, and that they
had high levels of awareness that parents
made choices about spending time with the
injured child out of a sense of necessity.
There was little evidence that Siblings blamed
their parents in any way for their absences
from the home, and a great deal to suggest
that these children and young people strove
to help and support their parents in any way
they could to deal with the adversity they
were facing. They helped their parents more,
for example, with household work, because
they felt that this was necessary in the
context of the changed demands on the
family since the ABI.
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Impact on sibli ngs themselves
There was some variation in siblings' views
on whether, and how, the child's ABI had
affected their own lives . Several siblings felt
that the injury marked a dramatic negative
change in the course of their lives, while
others felt that although they had suffered
through a terrible ordeal, they had come
through it well, and even with some positive
impact. Others felt that there had been no
lasting impact of the injury. These different
perspectives are illustrated in the following
quotes from siblings :
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"I was like completely changed. I Just couldn't
talk to peopJe anymore "
"It has made me stronger as a person and In
making deciSions

I feel better with people.

I didn't know how well off I was actually you

any essential respect, although the
experience had been extremely difficult.
Many felt that the family had coped well with
the ordeal and had learned from it. It
appeared that some families had
considerable resilience that was brought to
light by this adverSity.

know r
Well all I can say IS all our lIVes are domg well
'It IS

a conSideration all the time

he can't

be left here on hiS own and so we work out
who Will take care of him. Everyday you are

like we're fme really Well, we're not fine,
you know, we all have baggage and stuff but

we're fine

considering. •

thinking about him or dOing something for
him."

"I am very strong mentally and It didn't leave
any lastmg emotional scars at all. "
This diverSity of reaction is to be expected,
given the variation among this group in their
family circumstances, age, the nature and
extent of the brain injury and whether they
or others in the family had been damaged as
well as the brain injured child .

Impact on the family
There was also variation in siblings' views on
whether the family had changed as a result of
the injured child's trauma or illness. In some
families there was on-going strain while in
others the homecoming of the child marked
an easing of the pressure on the family.
lust that the whole thmg saddened us you
know That we all have to deal with It and I
can' say it brought us close because we were
all very close anyway
Weill feel that It was a huge

crISIS

and they

were all afraid of everything and that has all
changed since Alex IS home
We wouldn't worry as much about the small

thmgs m life."
Some felt that the family had not changed in

These differences in perspectives also reflect
the diversity of circumstances of the families,
some of which existed prior to the injury and
some of which reflect differences in the
outcomes for the affected children.

COPING AND SUPPORT

Experiences of support
For the most part, Siblings felt that other
people, such as neighbours, friends, and even
strangers had responded with kindness and
made efforts to be supportive. To a large extent
they appreCiated any positive gestures, such as
teachers asking about their brother or sister or
giving them more leeway with schoolwork .
Other children however reacted quite
negatively to the extra attention the fami ly
received.

"I didn't want anybody feelmg sorry either I
Just got on, I didn't say I had a sick sister

I

Just got on, you know. ..
tt appeared that most Siblings did not actively
seek sympathy or understanding from others,
but appreciated kind gestures that others made
in recognition of the strain they were under.
Siblings identified their extended families
and schools as the principal sources of
support . Relatives were viewed as having
played a key role during the initial trauma
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Siblings in support roles
A key factor that shaped siblings'
experiences was the role they perceived
themselves to have played, either direct or
indirect, when the trauma or illness occurred .
It was evident that siblings wanted to play an
active role in helping their injured sibling to
recover.

" had to do stuff (when my sister came
home) If she wanted something. I would get

It for her, as before I would have told her to
get It for herself"
(

were you feeling you had to?]

"Ah no. 'did It a/l fight. She was my sister
She would do it for me. "
Those who felt they had been in a position to
take an active role to help their sibling or other
fam ily members appeared to have a more
positive view of the outcome of the injury.

There was a great deal of diversity among
the siblings interviewed, in terms of current
age and age at the time of the illness or
accident, and also in terms of the nature and
severity of the injury. It was not surprising,
therefore, to find considerable diversity in
siblings' experiences and perspectives of the
impact of ABI. There was , however, an
underlying pattern of shared experiences
and views . On the whole, Siblings felt that
the occurrence of the ABI brought
significant emotional strain and daily stress
to their lives, and their accounts of their
experiences highlight the major adjustments
that these family members made to adapt to
the injury. They felt that their relatives and
school played important support roles, but
saw parents as needing a great deal of
additional support, and felt that this support
should be brought to the family home . These
responses from siblings highlight the extent
to which the impact of the injury reaches
through the family system .

Table 7.1 Key points from siblings' interviews
•

The period of hospitalisation of the child with ABI was extremely stressful for Siblings.

•

Lengthy separations from parents brought emotional strain and practical difficulties in daily living for
siblings.

•

Separation from the child with ABI added to the stress of Siblings.

•

Siblings had mixed views about the impact of ABI on the child affected, on their families and on
themselves. All felt that the entire experience was very stressful, yet some appeared resi lient in the
face of adverSity.

•

Siblings demonstrated a commitment to the welfare of their families .

•

Siblings saw relatives and school as the most important sources of support for the family.

•

Siblings felt support should be provided to the family to ease the strain on the family of parents'
absences and travelling during the child's hospitalisation.

•

Siblings also felt that support should be offered to families when the child with ABI returned home
from hospital.
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INTRODUCTION
This chapter presents the views of teachers
who have worked with children with ABI in
their local community. Twenty-two interviews
were carried out with teachers, with a total of
twenty-five teachers being interviewed in
total. These included teachers from primary
schools, secondary schools and special
schools. In addition, a number of special
needs assistants, resource teachers and home
tutors were also interviewed .
The transition from the medical or rehabilitation
system to the educational setting is a critical
phase in the child's recovery and rehabilitative
process (Christensen, 1997). According to
Christensen (1997), if this transition is
unsuccessful, much of the previous work of the
acute rehabilitation phase can become undone.
Given that children spend much of their
'working day' within the school environment,
the school represents the primary rehabilitative
setting within the child's local community
(Janus, Mishkin, & Pearson, 1997).
The teachers interviewed identified a variety
of different needs and concerns for each
child. Significant themes, however, emerged
from the interviews which appear to apply to
all or most pupils, regardless of their
circumstances. There was also strong
agreement amongst the teachers as to what
their professional requirements and needs
were if they were to provide the best possible
post-injury education to children in their care .

•

Attend a special school only

This flexibility in the choice of options would
appear to emanate from both the State
sponsored educational system, the flexibility
of schools, and importantly, from the teachers
operating within this system .
The remainder of this chapter will identify the
main themes identified by teachers concerning
both the experiences of children with acquired
brain injuries within the educational system
and also the experiences of teachers
themselves in working with these children.

ADJUSTMENT TO THE SCHOOL
ENVIRONMENT

Teacher/ child ratio
Issues concerning teacher/ children ratios
generate much debate amongst all
stakeholders within the Irish education system,
and it is no different in the case of children with
special needs who are returning to mainstream
schools. A number of teachers, particularly
those in primary schools and special schools,
specifically mentioned the benefits accrued to a
child from being placed in a small class.
'So the (act thE he was n a tiny class
commg In made the transition vel)' easy, you
know coming to school" (Teacher In

a

,."'strea", primary school)
There would appear to be four educational
opportunities open to children following an
acquired brain injury:
•

Continue in mainstream education

•

Continue in mainstream education while
obtaining special needs assistance
and/or resource teaching

Some primary school teachers expressed
reservations concerning the child's eventual
move to secondary school where it was felt
that the child might encounter the
consequential difficulties of larger classrooms .
It would be vel}' dlfftcult (or a secondal)'
school to prOVide him with what we could

•

Attend a special school, but still avail of
the mainstream educational
opportunities for specific classes

prOVide him with because It 15 a smaller settmg
and It was a very famlhar settmg (or him."
(Teacher

In

a mainstream primary

sc~ool)

Physical difficulties
The teachers' interviews revealed that
children can experience a variety of physical
difficulties as a result of acquiring a brain
injury. These difficulties may emanate directly
from the injury to the brain as in the case of a
stroke, or they may be caused by additional
physical injuries incurred at the time of an
accident. The children's impairments ranged
in severity from long-term physical limitations
to short-term loss of movement or coordination . While such difficulties may be
more common in special needs settings, in
mainstream schools they can have
consequences for others within the school
setting. As one teacher put it:

assistance, many children required resource
teaching. It is not possible to say in all cases if
this need was related to the ABI , because, in a
number of the cases, the teacher had not
known the child prior to their injury and
consequently did not know whether this need
for extra tuition was a post-injUry or illness
requirement .
'Her processing, her reading, her wntlng. her
reactions to things you'd say were all
(different) " [Teacher In a mainstream primary
school)
"He would be behind hIS peers generally
He would be behind In his reading, but not

'(He) holds up queues and everything like

severely, and behind In h,s maths, probably

that at an enormous rate because he can't go

two years behind Problem solVing wouldn't

any faste r." [Teacher In a mainstream primary

be h,s forte." (Resource teacher)

school)

Intellectual and academic difficulties
Intellectual and academic difficulties were,
predictably, another common outcome for
children who had acqUired a brain injury.
Each school teacher reported evident
difficulties that children were experiencing in
these areas . For example, in some cases
where the child or young person was able to
return to mainstream school settings, he or
she required a special needs assistant to help
them with their schoolwork .
'She would come

In

Th e most severe form of intellectual
impairment resulting from brain injury
necessitated the child moving to a special
school. In such a setting, the young person
was usually in the company of children with
other intellectual difficulties, such as disorders
on the autistic scale which differ not only in
their aetiology but also because such
impairments are not acquired . The following
quotes illustrate some of the intellectual
difficulties of children whose capacities were
severely affected following an acquired brain
injury:

lor the maths class. Say

that I was doing add,tion. she would get out

'Peter [Teenager) IS now operating at a JUnior

hIS counters for him because he wouldn't be

Infant's level and

able to get them oul himself She also had to

[Teacher

get out his books first and she had to open
the pages for hIm Also get hIS pencil out for
him and he was eastfy dlStracled He would
be in wonderland and she would be calling
hIm back

(Teacher In a mamstream primary

school)
While not all children required special needs

In

IS

unlIkely to improve. "

a speCial school)

AcademIcally, he can baSIcally write h,s own
name now. but that's after three years
[Teacher In a speCial school)
An added difficulty in this setting is that, even
in the most severe of cases, there appeared to
be a recognition within some individuals that
their abilities were not commensurate with
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what they were before their injury, and that as
people, they had changed . One teacher at a
special school described praising one young
person :

However, behavioural problems within the
school environment presented difficulties, not
only for the teacher but, also for the child .

She's tolerated, they make allowances. If the
I lid. 'Wa' n't that absolutely fanta, tic
wo:sn't that very good

you're an absolute

genius, t'll have you m universIty before long

class wasn't as to/eram she wouldn't be
mcluded as much " (Teacher

In

a mainstream

primary school)

and he turned at the door he wmked and
Sdld Ah (teachers name). , wouldn't go that
far

(Teachel

In

a speCial school)

Another teacher in a special school reported
that the realisation of post injury difficulties
can also be a cause of depressive episodes.

"He IS resentful of hIS acC/dent. and oftell
commems, 'It changed my life, everythmg
went wrong

/('s

like the realIsatIon comes

10 '~err of what could have been and thIs

c%urs so much of thetr pre~dlSpoSI/lon to
gettmg depressed
sc

(PnnClpal of a speCial

I)

Behavioural issues
A further factor that some teachers identified
as influencing a child's level of adaptation to
the school enviroment was the presence of
behavioural difficulties. Behavioural issues
were identified by some teachers in both
mainstream and special schools. Although
such issues were mentioned by a minority of
teachers, it was a sizeable minority. Terms
used to describe such behaviour ranged from
it being "volatile and explosive" to
"inappropriate and immature". In one instance
a teacher described how a child would realise
- too late - that she had overstepped certain
boundaries:

51 _ d sa} thlll,;s. and you'd know by her
face when you'd correct her that she knew It
wasn't appropriate." (Teacher In a mainstream

pnmary school)

The personality of the child
The ability of a child to cope with challenges
that they are faced with can depend, not only
on the nature of the challenge but also on the
nature of the individual. The personality of the
child following an acquired brain injury
emerged as an important theme in many of
the teachers' interviews . However, where
personality emerged as a factor, it did so in
positive terms such as in the description of a
child's approach to life, or their application to
their work .

He was

f'

mark able from the begmnmg

He seems a very happy kid at times

he

laughs easily and has a good sense of
humour. "(Home tutor to a child

In

a

mainstream secondary school)
"(There's) no pomt m saymg No. you don't

need to do that' because she 15 gomg to do It
anyway

Very stubborn little glfl, but that

probably got her to where she is today.
(Teacher In a mainstream pnmary school)

.He's a very good student and works hard
at what he's g,ven to do

say 'I'm not mterested

In

He's not one to
that' .he'll give

everything a go." (Teacher In a special school)
Overall, while teachers identified numerous
difficulties which children with ABI
encountered on their return to an educational
setting, many felt that the transition was quite
successful. However, it is probable that the
teachers' perceptions were influenced by
their knowledge of what the child had

experienced, Some of the teachers qualified
their judgements of the child's school
adjustment by taking into account the stress
endured and the sequelae of their brain
injury, The following quotes illustrate the
factors that may influence the judgements of
teachers :

Wllat we wouldn't be aware of IS
suppose If he hadn't thIS, would he be a high

information , However, the opposing view was
that such information could save a child a lot
of discomfort upon his or her return to
school. Teachers of this view believed that
advance communication to a child's
classmates may remove the necessity for a
child to answer embarrassing questions from
peers, and also, that it would help to alert
other children to difficulties that their
classmate may need assistance with,

ach,evel) But wIthin the range that he '5

'II helps other chtldren to under;tanc t at

workmg, he's domg fme And" he dldn t

behaViour which otherwise mlgm be Viewed

have the mjury prior to startmg off maybe

as bemg odd or peculiar Isn't - It s not

he d be m a higher range of classes and 50

anythmg to be afraid of (Teacher

on At the present time I don't know what hiS

school)

In

a spec al

capability would have been without the
Inlury But as he's workmg here we have no
problem

(reacher In a mamstream primary

school)

He would be behind hiS pee·s generody bit
he dO~5 app v h mse I get eral y bel'er than

'eachus would be expecting fow, to He

mpel dtes 1 ot

r

,Kl,er jan' all treaM

primary school)

One teacher was of the view that the children
might benefit from being spoken to by a
professional from outside of the school
environment.
I link that II would be a good dea to

f'dV

<omeb"dy was nvc ved w t dlSa/:> I'd
ctrJldre~

come and speak to thprr,

If

wwld

<WPr <orne of the quest cns Ihat are alv,ays
on their mind. (Teacher In a mainstream
primary schoo')

Many of the teachers were not aware of the
child prior to their illness or injury and therefore
their assessments of the child were based on
their current progress and observed capability,

PEER-RELATED ISSUES IN THE
SCHOOL ENVIRONMENT

Informing peers of ABI
Teachers were divided equally as to whether
it was in the interests of an individual child for
his or her classmates to be informed of the
nature of the child's injury and the difficulties
which they may encounter on their return to
the school. Those not in favour of providing
information to the class were of the view that
it would serve only to draw attention to the
child, while others believed it to be the job of
parents rather than teachers to impart such

In some rural settings, where there was close
community interaction, children appeared to
learn, through parent or peer interaction, the
consequences of a child's injury and their
recovery progress, Circumstances such as
these appeared to lend classmates an
opportunity to support the injured child ,
through sending cards or other forms of
communication , which in turn appeared to aId
the child's eventual transition back into
school.

whe'1 le camp back hf.' was

I

Vlfoeelrhalf and everybody wa OLd to wh
hlrr' II was a great
was

d

wonderfUl 'h,r g

what would I say It
J

[!lJess

rhpy

would know he background f what
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happened to him I told them on a day that

"He's a very SOCiable child But he 5 inclined,

he wouldn't be In "(Teacher In a mainstream

I've noC/ced In the yard

he prefers to play

primary school)

With younger children

and he's Inclined to

Integration with peers post ABI
Successful peer integration post-ABI
appeared to be dependent on a number of
factors, including behavioural and intellectual
issues related to the brain injury, the age of
the child on their return to school, the
personality of the child and the type of school
environment that they had returned to.
According to the teachers interviewed,
children with intellectual and physical
difficulties post-ABI were accepted by peers
in all school environments, but most readily
in special schools. Teachers in these schools
spoke of a Willingness on the part of other
pupils to accept individuals at face value. In
special schools, there appeared to be no
issue taken with any individual difficulty that
a young person had - except where such a
person's behaviour had consequences for
the observer.

gravitate towards younger children
children maybe two years younger than him
(Teacher

In

a mainstream pnmary school)

There is evidence that some young people in
secondary schools either kept to themselves,
or mixed with older children that they knew
from outside school. A number of secondary
school teachers commented on this:
'He hangs around out of class time With
students who would be much older than him
- because they've got the home conl/ectlon"
(Resource teacher

In

a mainstream secondary

school)
"He does tend to gravitate to older students
/II

the school

I'm not sure that that's always

the healthiest thing or the best thing
(Pnnclpal of a mainstream secondary school)

'With all the children, With a/l thelf dIVerSIty
of needs, very accepting, very canng
You"re part of the group as all of us, except If
you're making a lot of nOise, a lot of
screaming or banging

(they find that)

slightly Int/midallng " (Teacher In a speCial
school)
Teachers also felt that children returning to
mainstream schools also seem to be accepted
without any apparent issue . Children
returning to primary schools appear to be
openly received, and attract a lot of care and
attention from both the teacher and
classmates. Despite this, some teachers
conveyed the point that while the child might
be friends with everyone in the class, they
might not actually have a friend as such. One
teacher, who commented that academically
and socially, a particular child was two years
behind his peers, later remarked on the
child's social skills :

Sexual Issues
Two teachers, one of a young person in a
special school and one of a young person in a
mainstream secondary school, both reported
concern with regard to relations with the
opposite sex.
"(He) gravitates towards oldel students

not so sure that's always the healthiest
thing

he should be more In toe With hIS own

peers as opposed to clinging on

partICularly

to older glfls" (Principal of a mainstream
secondary school)
"He '5 expenencmg feelmgs on Issues of

sexuality

and there

IS

gomg to be

difficulties ,n dealing with that

He said to

me 'MISS. the women are causmg me awful

problems' " (Pnnclpal of a mainstream
speCial school)

Issues related to one's sexuality are likely to
arise for many young people as they move
through the life-cycle.

One teacher commented on how one young
child benefited from t his normality - on this
occasion as instigated by other students:

Bullying

"I really did think that he Improved no end

In contrast to parents, teachers claimed to
have noticed very little evidence of bullying.
One teacher however suggested that the
bullying that did occur seemed to be a twoway process:

bemg m With the ordinary children You see,

I mlghl

be saymg beforehand that I wouldn't give tllm
wouldn"t I thought that thiS was very good

probably more than he got He could be very

for him. They probably strecched him a lot"

scathmg o( other people's d,sabdiCIes

(Teacher

somebody may get a question wrong. and he
He

would usually pICk on someone that would get

very upsel at bemg called a loser. he wouldn'l
lend to say It to someone wno would Just not
fdke It on board

account thaI he had a bram injury
Ihac because Il was too hard but they

There was some. but he definitely gave

would turn around and say to them 'Loser

'hose children didn't take as much mto

(Teacher In a special school)

Settling in - the need for normality
One of the strongest findings to emerge from
the Interviews of mainstream school teachers
was that young people on returning to school
post-injury had a strong desire to be treated
like everyone else . This striving for normality
emerged from a number of interviews.

a mainstream pnmary school)

Other teachers appeared to be aware of this
need for normality, and considered decisions
relating to the child on this basis.
We could have Withdrawn him from a 101 of
hiS regular classes, but II's a quesCion of crymg
Co find

Overall most teachers described a fairly
consistent pidure of children settling back into
their educational settings without too much
difficulty. However, a number of teachers
highlighted the need for the child to be
provided with social skills training. In some
cases, teachers identified this as one of the most
important needs of a child within the school
environment. This need for social skills training
was consistent across all educational settings.

In

a balance

he obViOUSly Will accepC a

eream amount o( Withdrawal

but at the

same time he wants to be pare o( the normal

set up o( the school. " (Pnnclpal of a
mainstream secondary school)
EVidence of thiS resilience in response to their
circumstances can also be seen in the
children's attempts to be involved in all noneducational school adivities . Most of the
teachers in both mainstream and special
schools report that children are determined to
pursue everything that other students do,
but, inevitably, they are restricted because of
their physical impairments .
I have seen him on the basketball cour(
have seen him tog out, I know he has been

"5he works, she really works very, very hard

encouraged by the coach to have a go

5he probably works a lot harder than a lot o(

has done hiS bit but obVIOusly he fmd, It

other children m the class because ,he tfles to

qUite difficult He's qUIte restflcted m hIS

compensate for Ihe (act that she

movement, par1lcularly I( you're talkmg about

IS

that much

slower. .. (Teacher In a mainstream primary

runnmg.·' (PrinCipal of a mainstream

school)

secondary school)

he
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The role of friends
There was also some evidence that returning
to a class of friends helped children to settle
back in to the school environment.

fill him

In

on the asSistance that he had got

here, and what else he needed in terms of
extra help , " (Teacher in mainstream

primary school)
'The chtfdren wrote to her while she was
away and looked forward to her coming back.
She knows that she's very speCIal' (Teacher

'When she goes Into the 'big school' she
could become a victim of bullYing, she IS
someone who will definitely need a special

In a "'alnstream p"mary school)

needs aSSistant in secondary school

Similarly in a secondary school setting, one
teacher spoke of placing the young person
sitting next to friends so they could act as a
medium for communicating between the
student and teachers, if any difficulties
arose .

"He was speCIfically put with one or two
f(lends from hiS home area and worked well
with them And we deliberately put him
classes like that

In

,so that he'd have support

and contact. and he'd have a person that
we 'd have said (10)- 'Look It, if you have any
problem , come down and tell us ,. (Teacher

In

a mainstream secondary school)

THE EXPERIENCES OF TEACHERS
WHEN WORKING WITH A CHILD
WITH AN ACQUIRED BRAIN INJURY

she

won't find [he same tolerance [hat she finds

in the school she's in at present" (Teacher In
mainstream prrmary school)
Extracts such as these help to convey the
interest and concern that most teachers
demonstrated with regard to the pupils in
their care who had acquired a brain injury.
However, there were also some examples
of insufficient consideration being given to
the needs of the child with ABI and a lack
of understanding or ability amongst
teachers to meet the child's needs
accordingly. One contributor was of the
view that his student received little
support from teachers in his secondary
school:
"(I have a) very strong ImpreSSion that they

weren't interacting with

",m

They did not

know how to and they were not able to for
whatever reason. " (Home tutor to a child

The concerns of teachers
A number of primary school teachers,
working with children with acquired brain
injuries, expressed concern regarding how
the children would cope as they made their
way through the school system . Particular
concern was expressed with regard to the
difficulties that the child might encounter in
the transition from primary to secondary
school.
"We were concerned about secondary
school, because we had spoken to the
PrinCipal of the secondary school , . Just to

In

a

mainstream secondary school)
Many teachers reported increased
demands and responsibilities that arose
from having a child with special needs in
their classroom, There were reports of
alterations, or adjustments, that were
made to their teaching schedule or the
manner in which they organised their
classes . One teacher spoke of the need to
plan the teaching schedule each day in
order to facilitate the child with an
acquired brain injury.

Teachers also expressed a need for
Information to be shared With 'hem from
other profeSSionals
Another teacher highlighted additional
difficulties of working with a child In these
circumstances

Needs of teachers
It was eVident throughout the Interviews that
In general. teachers appeared to be
committed professionals endeavouring to do
what they could to help children with
acquired brain inJunes. but In so dOing. they
were restncted by inadequate training.
. ,formation sharing and. tl:' some extent

One teacher spoke of her frustration at
dlscovertng by chance that If she used a red
pOinter when pointing to InformaMn on the
board. It would have made It much eaSier for
the child to comprehend what she was
pOinTing at. Up until this discovery, th€' child
had been unable to see what the teacher was
Il1dli...atir ,g.

resource~.

Teachers In MaInstream schOOlS vcry oh""n
appeared '0 lack the basiC training. knC'Wledge
or ')lCdls ,0 Identify how bl"SI to ~<;'Irrrlatt" a chIld
back Into the school enVIronment Th" lack ,1
knowledge appeared to be the greatest
obstacle for many teachers. Alma>t all teachers,
regardless of their speCialty Identified
rnlormation reqUirements and further training.
re'pel1Ively. as their two biggest needs

Th,' general need for support. traming and
Information" highlighted by the follOWing
quotes
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"You see we had to look for everything.
Nobody came with thmgs and said, 'Well you
have a brain-injured child and maybe this Will

support to teachers working with children
who required special assistance or additional

resources.

help you and maybe that Will help you'

"We have no problem

Thmgs that would have helped him and we

and, at the end of rhe day, resources have

didn't know (they) were avarlable. "(Teacher

become reasonably well available from the

In

a mainstream primary school)

In

providing resources

Department also, If you make

"There should be m-servlce trammg as (fol) a

a case (or

speCial needs • (Teacher In a mainstream
secondary school)

dlstmct group of students, as opposed to
students With disability, It'S all too easy to

To be farr, they have rmproved m recent

lump them together but they're not the

years. You're not waiting as long as you'd be

same" (Teacher In a speCial school)

waiting five years ago.· (PrinCipal of a

Where information was available to teachers,
it usually came via the families, and not from
any official source related to the child . This
appears to be one of the areas in which
families were supportive to teachers - in
filling in their information deficit. But such
individual. one to one, communication can
have a cost for the other children in the class .
"You would have no ot/ler way to find out
unless you were working cfosely with the

"(They are) very supportive
(Teacher

In

70 to 80%.

a special school)

However, in contrast to this view, one special
school principal spoke of the frustration
concerning the lack of resources provided for
children who had acquired brain injuries
compared to other disability groups:
'When a group of parents of students with

parents and that takes a lot of time out of the
cfassroom time. If she brought him for
physiotherapy somewhere and then came

mainstream secondary school)

acqUired brain injury deCide to hit the
courtroom. then you will find a response from

In

the next mornmg With him, well she would be

a half a hour tellmg me how he got on or
what might help him. Now. that half hour was
gone and the rest of the children suffered At
the same lime I needed to know and I
needed to work very cfosely With the

mother. .. (Teacher In a marnstream primary
school)
It is worth noting that, while all teachers
identified specific shortfalls in training and, in
some cases, resources, a number of them also
commented that in their view the Department
of Education and Science had improved
significantly in recent years in providing

statutory bodies" (Principal of a speCial
school)
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CONCLUSION
On the basis of the information provided by
teachers, it would appear that most of the
children in this study were assimilated into
their old, or in some cases new, educational
settings with a reasonable amount of success.
In this context however, success is a relative
term: while in every case it was apparent that
the acquired brain injury had had a
detrimental impact on the child's ability and
performance in school, in most cases,
teachers were of the view that the child was
performing to the best of his or her ability.
Throughout the interviews it was notable that
younger children - those in primary school appear to attract more open expressions of
sympathy and were described in more
affectionate terms than their older
counterparts. While this may reflect the
positive perceptions of adults towards all
young children , it suggests that children with
ABI, in general, may return to a receptive
primary school environment post-injury.
Teachers themselves faced many obstacles in
working with children with an acquired brain
injury. A deficit of knowledge, experience and
contact with other

professionals frequently left them isolated in
coping with situations that they had not
previously encountered .
There appeared to be a belief amongst
teachers that children , returning to the
educational system post-injury, would benefit
from some form of social-skills training to
enable them to cope more successfully with
their changed circumstances. A number of
the teachers also expressed the view that
classmates might prove more sympathetic to
a child's situation if they were briefed in
advance with regard to the difficulties that the
child might encounter on returning to school.
However, others had reservations about the
value of providing such information to peers.
In conclusion, the teachers' interviews revealed
that children, returning to a school environment,
post-injury, encountered accommodating
schools and enthusiastic teachers. However,
inadequate teacher training, inconsistent
departmental support and poor communication
from healthcare profeSSionals, emerged as
outstanding problems for teachers that need to
be addressed.

Table 8.1: Key points from teachers' interviews
o

Children appeared to be assimilated into their respective educational settings with a relative amount
of success.

o

Social skills training would be of benefit to many children returning to school, regardless of the
educational setting to which they return .

o

Children returning to mainstream educational settings had a strong need for normality in the school
setting.

•

Inadequate training. limited resources and a lack of information sharing amongst profeSSionals
curtailed teachers' effectiveness.

87

Chapter 9

Community health
professionals views of

working with a child
with an acquired brain
Injury
•

•
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INTRODUCTION
Each of the 27 families that participated in
this research were asked to nominate a
community health professional who would be
familiar with their child's needs, and whom
they would like the research team to invite to
take part in an interview. Seventeen
community health professionals were
interviewed in total. Some families were no
longer in contact with health professionals in
the community on a regular basis, either due
to the termination of services, or due to the
current unavailability of services or personnel
in their area. In such cases, families did not
feel there was anyone appropriate to
nominate. A small number of health
professionals who were nominated by
families were uncontactable during the time
period of this study. Those who were
interviewed had a variety of different
professional backgrounds. There were 6
physiotherapists, 3 GPs, 2 unit managers, 2
occupational therapists, 1 speech therapists,
1 psychologist, 1 alternative therapist and 1
nurse. The following sections will outline the
results that emerged during the research

and educational personnel. It is noteworthy
that. despite the multiple diSCiplines involved
and the varied foci which these individuals
had, many specified a need for children to
receive professional or peer support to help
them cope with the trauma they endured.
Thus, over time, these professionals
appeared to develop an insight into the
psycho-social effects that children with ABI
experienced, and they recognised these
children'S unmet needs within these
domains .

interviews.

[In what areas do you think Bobby has made

The success of professional intervention is
dependent on a variety of factors , The
involvement of children in their therapies and
their adherence to the recommendations of
professionals were challenges that many
therapists faced. For a minority of therapists,
the behaviour of the child and the child's
willingness to co-operate had a detrimental
impact on therapeutic progress. However,
over time, these difficulties became less
obvious for some individuals.

a lot of Improvement, or qUite pOSitive gains

SinCe you ve seen him?)

CHILD & FAMILY FACTORS
While many of the therapists and
professionals were specifically involved in
therapeutic interventions that focused on the
child's physical and cognitive functioning,
they frequently spoke about the broader
implications of the child's injury or illness for
their social and psychological well-being.
Over the period of time in which the
professionals had developed a relationship
with the child, they had noted the broader
implications of the child's trauma for issues
such as their success in school, their
integration with peers and society as a whole,
and their psychological adjustment to their
acquired disabilities. The factors identified
mirror many of those that had been raised by
the families, the young people themselves

'/rhlnk a huge Improvement

In

hiS attlrude

and hiS behaviour, big-lime, big-lime, which
has an Impacr on everyrhlng else Because ar
'he beginning, as I say, It was a hard battle to
even reall} engage wllh him, get near him
Forger any hands-on sort of sruff He wanted

ro do whar he wanted to do, and he'd really

to rhe pOint of - he would scream and shout
and curse, and everything at you. even at the
Sight of you. If you hadn t said anything

'0

him, he Just did nor want to be then He's c

so much more relaxed.
happy to come down to physlo, to do
much hapP,er now,

anythlflg, really happy In rhe class"
(PhY>lot herap"ti

For other health professionals, the child's
interest and motivation, their life stage (e.g.
adolescence), and the level of support families
gave to the work of the professional, had an
impact on the consistency with which the child
carried out the therapist's or profeSSional's
recommendations. The professionals
recognised that as children grow, their insight
could enhance their recognition of the need
for therapeutic intervention. On the other
hand, some professionals perceived that
young people may feel that they are being
'singled out' by having to attend these services
and may have a greater need to fit in and to
feel normal.
Family factors may also inOuence the level of
service usage . Over a third of the
professionals interviewed mentioned the
trojan work of a parental figure in obtaining
much-needed services and assistance, and a
similar proportion of professionals mentioned
the supportive nature of families in a child's
rehabilitative process. Yet. at times, the
trauma the family has endured, the multiple
demands on parents, and their general
approach to life, had an impact on service
attendance . Despite the difficulties
encountered, many professionals praised
families and children for the active role they
played in a child's on-going rehabilitation .

EXPERIENCE AND UNDERSTANDING
OF ACQUIRED BRAIN INJURY
In an effort to understand the experiences of
those who are working with children with ABI
in the wider community, it is important to
explore their prior experience and
understanding of ABI in young people .
. Many of those interviewed had no previous
experience, or very little previous experience,
of working with young people with an
acquired brain injury. Others had acquired
some level of knowledge or experience with
individuals with an acquired brain injury,
either from an acute setting or from time

spent within a rehabilitative setting. For many
of the professionals interviewed, the child
with ABI presented new challenges to them .
The following quotes highlight some of the
issues raised:
[How much understanding did you have of
brain InJunes?]
Very little. I would
a b,t

,ay

I had tc, read up qUIte

(General practitioner)

[Do you have any concerns from a
profesSional pOint of view?]
"My own inability, my own lack of experience
,n thIS area, poss,bly ,. (PhySiotherapISt)
"Bemg honest I am nol qUIte sure what to
"If

r

them {the faMily " (PsychologISt)

Approximately 60% of the sample identified
training as an important need from a
professional point of view. Many would
welcome the prospect of updating their
existing knowledge and broadening their skill
repertoire in relation to AB!.
Because of hIS age

,d tdt "al~re of hs Inlury.

more trammg would be beoef'oal

(Speech

therapISt)
In general, the NRH was regarded as the ideal
source of training, information and advice .

ORGANISATION OF HEALTH &
SOCIAL SERVICES
A number of concerns arose regarding the
organisation and delivery of health services. A
whole system perspective was adopted by
many participants, with many advocating a
move towards more integrated services. more
structured working relationships, and more
organised systems of communication
between and within the different layers of the
health system.
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On the whole, the expertise of the NRH was
clearly recognised amongst the participants.
Many recognised the benefits of contact and
communication with specialists within the
NRH for the delivery of care to their clients.
Over three-quarters of those who worked as
allied health professionals in non-residential
settings expressed a need to enhance the
follow-up support received from the N RH,
following the child's discharge into community
services. Those who worked within residential
facilities tended to have greater access to
other services and professionals.
There was much variability in the satisfaction
of community professionals with the
information received regarding the nature of
intervention to be provided to the child with
ABI and the nature of the child's condition at
the time of their referral to community
services. Many contacted the NRH to obtain
advice and guidance regarding their work
with a specific child . Some felt they would
like more information, based on the child's
long-term treatment goals, thus providing the
professional with recommendations on how
to further enhance the child's progress.
Others expressed satisfaction with the quality
of information received . The quotes below
illustrate some of the views of respondents on
the value of sharing information:
would I ave liked some support and

'(1)

although the RehabtlilatlOn Hospital proVided
J good repolT. there ""lS nothmg else that

Whvs otherapiSl)

lolioIAed 'iteol-at

We e d

I

SO (a Sf'tV

W

rk

P5

teedb ck from tre

I

[iuh

In

There

s a f'ugP

gap Np rt fer jp b .. ! W p get pc.th "ng r
rj

work

I

olat en

well th

r l'y

we sroJld" t have

(U( IJpatlonal ~erapl~t
S(

PP

)1'1

you lJc t

Ie;

I ok frY urI-· ne.1{:. rhr hj)~pltal

Lai.. gha,re
I

L

dv

d JU
X'

Iv

SdV

'What do

1-1, v.- r \/e yt

what VCL
In

Dun

JU

think

I

found t h

has worked out?' and '/s thIS okay?' and It
would be helpful to maybe have some form

01 regular conferenCing. you know
be able to ask questions

Just to

(PhYSiotherapiSt)

The communicatIon With the NRH IS
obVIOusly good, With regard to. say, the
peolies of a certain chIld, or the expertise s
there

I

think that's someti>lf1g that should

on/lnue and grow" (PhYSIotherap"t)

Even for those who were positive in their
assessments of the support received from the
NRH, there was a sense that this system of
communication could become more
formalised, thus facilitating the transfer of
expertise down through the system.
Its a bit too ad-hoc you know I'd like It to
bp more formalised" 'PhYSIotherapist)

While the process of communication between
all specialist centres and community
professionals was alluded to in some way,
more commonly people looked to the NRH
for guidance, given that this was the source of
referral, and given the high degree of
knowledge and skill within this institution.
A small number of profeSSionals stated they
would welcome the opportunity to meet
with personnel within the NRH to discuss
their clients' needs, to familiarise themselves
with appropriate techniques, and to cement
the relationship between the different
service providers . In addition, a small
number of profeSSionals argued for the need
for more advanced discharge planning which
would result in a more gradual transfer from
the NRH services to community-based
services.
Overall, the two-way transfer of
communication between the NRH and
service providers within the community
would enhance the knowledge and
confidence of those in the community, but
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CONCLUSION
Table 9.1 highlights the main points to
emerge from the interviews with community
health professionals.
From speaking to these health professionals,
the provision of services appears to be
disjointed at many levels . Those professionals
who worked on an individual basis, and did
not work within a multi-disciplinary team,
faced difficulties in providing a
comprehensive service to children and their
families due to the lack of support from
colleagues and the absence of co-ordination
amongst therapeutic interventions or
alternative services . Furthermore, inadequate
communication and co-operation amongst the
various layers of the health system (acute,
rehabilitative and community settings) further
impeded the work of individuals within the
community.
The two primary obstacles to the work of
professionals within the community appeared
to be the lack of training and information
relating to ABI and the absence of a coordinated and integrated health service. The

fulfilment of these objectives clearly has
knock-on implications not only for the type of
service provided to families , but for the
competencies of professionals and the
functions they serve.
The interviews with community health
professionals revealed much variability in
service provision throughout the country.
This is due to many factors, such as the role
of the respondent, their location, access to
other disciplines, the setting in which they
operate, and other such factors. A minority of
respondents were positive in their
assessments of health board support,
received adequate back-up support at a local
and national level, had adequate staffing
levels , and provided prompt delivery of a
comprehensive multidisciplinary service.
However, there remains a substantial body of
participants who lacked these benefits. These
interviews provide important insight into the
views of those who work on the ground
within local commun ities. It is vital therefore
to attend to these views in our efforts to
move forward.

Table 9.1 Key points emerging from interviews with community health
professionals
•

Community health professionals had a variety of outstanding training and information needs.

•

The need for more structured working relationships between specialist service providers and local
service providers was recognised.

•

Follow-up support to tho se working with children with ABI on an on-going basis was identified as
an important need .

•

The need for a team approach within the community to provide a more co-ordinated and
streamlined approach to children and their families was also identified .
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Chapter 10

Rehabilitation
professionals' views
of the needs of
children with an
acquired brain injury
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INTRODUCTION'
This chapter presents the views of 13
professionals within the NRH who had
experience of working with children with an
acquired brain injury in the rehabilitation
setting. The views of these individuals were
elicited during two focus group interviews .
Participants were recruited with the assistance
of a member of the social work team within
the hospital. Individuals with a variety of
different backgrounds were present at the
focus groups. These included representatives
from psychology, speech therapy, nursing,
social work, occupational therapy, sports
therapy, dietetics, teaching and
physiotherapy.
The NRH professionals had much first hand
experience of the impact of ASI through their
direct work with children and their families . In
addition, they had much indirect experience
of the situations families face through their
contact with professionals in the community
and through ongoing contact with families
following discharge. Their observations of the
many children and families that come through
the doors of the NRH provides insight into
the potential deleterious effects of ASI and
the manner in which individuals cope with it.

consequent challenges it presents to children,
their families and the professionals who
workwith these families . The four primary
features can be summarised as follows:
•

unpredictability of ASI

•

the diversity of ASI

•

the developmental implications of ASI
in children

•

the hidden features of ASI.

The extensive experience which the
respondents had acquired over time reinforced
the wide spectrum of ASI that exists and the
heterogeneity within children with ASI.
Consequently, an individualised approach to the
delivery of care was identified as an important
need of children with ASI.
The unpredictable course of ASI results in a
lack of certainty regarding the long-term
outcomes which a family may face, according
to the NRH professionals . This is a challenge
for both the family and professionals alike. As
the following quote states:

"With head injUry
A variety of themes emerged from these
focus group interviews. The participants
identified the features of ASI and the
challenges it presents to families. They also
explored the effects of ASI on both the
children and their families, the struggles
family members face and the problems with
service provision . In addition, they provided
numerous suggestions for improvements
within service provision . The topics covered
give an overview of the journey families face
from the perspective of rehabilitation
professionals. These various themes will now
be explored in further detail.

There was a strong feeling amongst the
respondents that in order for services to be
capable of meeting the complex needs of
children with ASI, they must attend to the
unique aspects of each case of ASI.
Therefore, services must be able to operate in
a flexible manner and provide appropriate
input as the need arises.
The possibility of newly emerging difficulties
arising for children as they develop was
expressed by a number of ind ividuals .

-hat pal

FEATURES OF ACQUIRED BRAIN
INJURY

you never really know

when It's gOing to end."

·uJarlyapplles

the child who

gets the brain injury when tney are young
and then at the early teenager years when the

On repeated occasions the NRH professionals
re-iterated the unique features of ASI and the
6

The p'0fe.s\.lONl ~k8rOt.Ond 0< d~tplme of NRH

Pfof~)IO(I;IoIs

brain rakes a further development normally,

WIll nol be ..elleaied

If!

In.) (haple1 due to !he likelIhood of .evealcnglhe tdenuty of those Involved

the execut,ve function thinking part of Ihe
brain

's nol k,cklng Into ad,on because of the

Injury The child becomes notICeably
d,fferent They have managed to son of keep
up and come along with thelf cfassmates and

their "old child" and their "new child ". This
psychological conflict can be difficult for
parents to acknowledge or resolve. It
represents a significant challenge to their
parenting role according to the NRH
respondents.

friends butthen at 13. 14, 15/1 Just falfs apart
The difference between the child and thelf
fnends becomes markedly d,fferent and that's
very d,fficult to accept. "
The respondents felt that the changing nature
of children had important implications in
terms of resource requirements and service
demands . Regular and consistent input and
assessment is required to monitor changes in
a child's progress while also taking account of
the general developmental changes which
children experience .
In addition , many NRH professionals felt that
the invisibility of some of the effects of ASI
can result in a lack of understanding amongst
the general public. The following quote
highlights the difficulties those with ASI may
face in gaining recognition and understanding
from significant others:

The whole b'g Ihlng about brain inJury,s
realfy not so much the physical thmg. yes it
stops them maybe gOing back 10 play span
and they m'ghl look different walkmg or
whalever bUI II's the whole hidden Ihmg 10
it. ,t's the conversatIOn, It's the abil,ty to
learn.

JI'S

Ihe behaVIOur It's alf those thmgs

that people don't see and don't have the
mSlght mto "
Furthermore, a small number of references
were made to the differences between ASI and
congenital disabilities. Some professionals
perceived differences in public reaction to
children with ASI as compared to other
disabilities in terms of their understanding and
sensitivity. In addition, some of the respondents
felt that for those parents whose child may
have changed fundamentally following their
ASI, they may experience a contrast between

CHILD & FAMILY EFFECTS

Impact on parents
The emotional anguish of parents which has
featured strongly in the parents' reports (see
chapter 6) was reinforced by the
professionals' responses. They particularly
spoke about the grief which they observed
in parents as they focused on the
comparison between who their child once
was and their child subsequent to the
acquired brain injury. The following quote
highlights this issue and compares it to the
view of the professional who has only known
the child since injury or illness :

They ve lost tl:'If "0 child and they hve to

go through a gnevmg process and ther ther p
IS

thIS new child and they don't know

. they

have to learn
Ltke I often fmd when a child
,s adm,tted I know the new child and that' alf
I know.

,t's much eas,er when youfe ookmg

al how they make ga,ns

But 'he parenr ,-

always look,n)! back at wi r the chdd wa.
Parents were identified as experiencing
intense distress at various stages of their
journey in the aftermath of AS/. The
following quote from a NRH professional
summarises the extremes of emotions that
parents may feel :

"Immed, 'tely all

the aCLldent t"e pare 15

w' I mvaoably ha "been Ie Id Ihal the /,
may nOl make t and 'hey have

tfll5

(J

dd vvr

aboullo 01" nd thEY pray ,kp mad II tile
l.hlld will urVlve nd the hlld doe') urv

\r('

and they are 50 gratefullhal ,he 'h,ld
;urv,ved bul then longer down I"P Ime I ey

may experrence. problem') Within peer
relationships and the perception of feeling
different which some young people may
face follOWing ABI

The NRH professionals perceived parents to
face a vanety of emotional ddemmas. The
pi of"s"o~a;s spoke about a range of ,ssues
wrlh w"'Kh parems may )iruggle These
IncludeD tnc clfi,cu'tv of acceptmg the long
lastmg mp!lcatlons ot ABI, 'he (on'"tant r,C"pc
Ihey 'nay hold or the gudr which SOC1e
parents may feel at Willing their chold back
Irom the br'nk of death Thus according 10
the respondents an ASI does nOI represent a
Simple emolional experience lor parents, It IS
Intncately mterwoven With many emotion'),
marly question~ and many dilemmas
addrtr0r 0 the er'lOIIO'1a l deSPJir

I

While behavioural Issues were mentIoned as
a stressor by many profeSSionals. few specific
details were provided by these individuals
Most ot the focus appeared to be on the
problems parents faced in handlong such
dIHlcu'lle'i and the genera1lc)(K of
In:er"enIIO:"lS

that V!.oere ava+lable

"l

d 'SI'-ot

parenls In de.:.lrng With these Issue.,. it Wd,S
also hghloghted that behaVioural proble,.,-',
(an arT~f' fer different reasons, The follOWIng
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The professionals interviewed also spoke in
some detail about the difficulties with peers
which some children experienced. The
vulnerability of children, their susceptibility to
bullying and their frequent loss of friends
were all identified as experiences which some
young people endured following ABI. The
concomitant dependency on parents may
emerge in the event of a child losing the
support of their peers. The following quote by
one of the professionals highlights not only
the child's isolation from peers, but also the
challenge parents may face in attempting to
address this issue:

"The children come back to be reassessed

/lealth Pro(es510nal4 " .ur tlley don't wdnt
to be seen to be going to a counsellor or a

psychologlSl, that's huge with adolescents "
In line with the views expressed by parents
and community health professionals, these
profeSSionals also identified adolescence as a
particularly vulnerable time. The potential
emphasis placed on image and the desire of
young people to fit in with their peer group
may pose particular challenges during this
period.
The professionals interviewed felt that children
with ABI may suffer on many different levels as
the following quote illustrates:

and you sll down with the parenl, usually the
mam and you say to her and 'How are

NRH Health ProfeSSIonal 6

They may not look

things" and first of all she'll tell you 'Well

the same and maybe they have faCIal scamng

things are not too bad. and a bit o( a difficulty

or maybe a weakness or a weakness down one

now with the Maths and maybe 'English and

Side They're not gOing to excel ar sports,

'Iflsh' or whatever and then you'll talk about

they're not gOing to be the best

You know

'Does she go out to play' or a 7 or 8 yr old or

the way If they're not academIC In school,

10 yr old 'Has she (fiends" Well It's as I(

(they) might be good at anorher area

you 've Just pushed the button and 9 out o( 10

NRH Health Professional 9. "but they're not

cry at that stage because

NRH Health ProfeSSional 11 "these people

cases the parent will

(of) the sOCIal Isolation,

would tend not to be good at those, so 115
hard for them to find

Related to this issue of isolation from peers is
the sense of difference children may feel.
Indeed many NRH profeSSionals noted that
children may go out of their way to avoid
being different as much as possible . At times
the respondents noted that children may
refuse much needed help because they may
feel stigmatised or singled out if they attend
such services .

Health Professional 3. Parents will tell YOll
that even though they might want support for
thell cnild, the child won't take II, because
they don't want to be seen as different They
dOllr wanl to be gOing to rhe remedIal
teacher, they don'r want ro

a niche and they don't

SERVICE PROVISION
Numerous professionals acknowledged the
variability that exists in community service
provision depending on one's location and
health board. There were many benefits
identified in referring children at discharge to
community services with adequately staffed
teams, sufficient resources and a knowledge of
working with ABI. However, these services
appeared to be few and far between. Some of
the respondents acknowledged the goodwill
and support they encountered from
profeSSionals in the community, who frequently
attempted to provide the child with what they
could. Yet those interviewed felt that the
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primary obstacle which community services may
face is a lack of resources. Further difficulties in
the community which the NRH professionals
encountered at times were the lack of existing
services or professionals to refer the children to
in the community, staff shortages, unoccupied
posts and long waiting lists.

capacity to deal with the intensive input which
some children with ASI may require.
'As an example, if you go to a community

therapist, they expect to see maybe a chtld
for 8 weeks, once a week, not maybe have a
chtld on thell books for pOSSibly 10-15 years,

A further problem recognised by these
professionals is t he lack of emotional or
psychological support services for families . In
their time of need, families may have no one
to turn to for support and guidance. The need
for long-term supports for families was
recognised, as opposed to crisis intervention
services, which typically was all that was
available according to some of the
respondents. The lack of outlets for children
to express their inner frustrations was also
identified as another gap in service provision .
The noted absence of support to help young
people to cope with and adjust to their
changed life circumstance was also reflected
in the perspectives of parents and community
professionals (see chapters 6 & 9).
According to the NRH professionals
interviewed, attempts to meet the needs of
the child with ABI in the community are
further compl icated by the lack of experience
of some community professionals in dealing
with ABI and the large caseloads which these
professionals may carry. The recognition of
children with ABI as a priority by local service
providers is complicated by these factors .

t j'

g"
w~

Id

W

edqu

pt v cdll beca se they on wa k
15

a

t

l

'r,

troer) ch drer .voIJld be

On the whole, the NRH professionals perceived
that the provision of consistent therapeutic
input on a long-term basis to children with ASI
represents a major challenge to many services
in the community. There was a perception
amongst the respondents that the community
health system currently did not have the

In

which case the service they can prOVide

might only be once every 2 months, to
mom tor a (child's) progress, which

is not

Idequate for the types of children we see •

SERVICE NEEDS
A variety of gaps in service provision were
identified during the course of the interviews
and those interviewed provided a number of
suggestions for enhancing existing service
provision . At a very broad level, the need for
support to be provided to the family unit as a
whole, on a more local basis, was a strongly
identified need . This embraced practical
support, emotional support and general
advice and assistance. A number of practical
measures were identified . These included
home help, the availability of someone to
mind the other siblings while the parent
attended to the needs of the child with ASI,
and financial advice for those faced with
reductions in income or high health care
expenses. Respite care was identified as a
particularly beneficial support for parents.
While the general lack of availability of this
service for children with ABI was
acknowledged, the respondents also
identified factors which may affect the up-take
of this service . They felt that parents can
sometimes experience guilt or a reluctance to
leave their child to be cared for in another
setting. However, according to those
interviewed, allowing the child to be cared for
in such a setting can provide parents with a
much needed break, while also facilitating the
move towards a more shared-care approach.
There also appeared to be a consensus that

OuLreach or liaisun selvices wele lequlred
in order to relieve the burden on some
families and promote the families' welfare,
Varymg dimensions of these services wer e
explored, Whde there was some debate
about the organisational structure that
currently exists in terms of the
centraitsatlon of services and the viability of
developing regionalised centres, there
appeal'ed to be a consensus around the
need to provide services on a more local
level. Many Identified the need 1.01 a "Case
Manager" or a central link per"son to
function as the First point of call for families
Such an Individual would fun ction as a co·
ordinalor of services for each individual
family or child and operate as a central
SOurce of advice and guidance for families.
In addition, Ii was felt that It would be
Important for thIS individual to possess a
knowledge of service availability and
entitlements and to pass thiS information on
to families as appropriate. Home VISitS were
also Identified as a potential part of thiS
role ,
The NRH pmfessionals felt that the
development of outreach services and the
availability of rnultidlsclpl,nal'Y teams would
f'esult in a more co-ordinated approach to
the provISion of care to the child and fam il y,
thus p"ovidlng the appmpllate Input that a
family may need based on an enhanced
understanding of the child's and family's
sItuation In such cases the respondents
viewed having the I'JRH team meet With the
community team as an Ideal opportunity for
shallng knowledge, while also representing
an extremely efficient use of time .
The opportunity to meet other fal11i1les was
also identified as a beneficial support to
families. While it was recognised that at
p(csent this may operate on an Informal
r113Ilner, there was scope for fo(mal,sing
this al rangement to enhance contact and
communicallon amongst children and
parents" The respondents recognised the
Invaluable benefits which some IndiViduals

accrued from meeting With people in similar
situations" Such contaCl can result ill a
shared understanding of the stress and
dilemmas families endured. and function as
an Impol1ant source of practical
II1formatlon" In addition, it can reduce I,he
sense of isolation which parents may feel In
the larger community

SOCial skills tral!lir"1g and behavioul"al
management proglarnmes wer"e two further
Identified needs for children With AB!. The
shol1age of behaVioural management
programmes at a natronal level was
identified as resulting In little support being
available to l11eet the needs of childlen With
behavioural dIfficulties. Furthermore. In
recognition of the SOCial difficulties which
'Some individuals may experience. social
skills training was identified as a means of
working With children to leduce problems
of Isolation and foster Interaction amongst
ch,ld,en,
Frequent references were made to the
SlIlKture and organisation of servIces within
the disability service system On the whole,
the~e services were regarded as being fal
more advanced than the current prOVISion
for ASI. ServICes such as behavioural
programmes, respite care and the presence
of agencies to facilitate case-planning were
reponed to be much more available In the
genelal disability services, However, many
of these services did not appeal' to be
accessible to children With ASI Wllile r11::'llly
I"derences were made to the unique aspects
of ASI, It was also acknowledged that the
general prinCiples of working With children
With disabilities were transferable In many
cascs. ThiS gave r"ise to 1hc question of
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CONCLUSION
whether children with ASI could be
integrated into the wider system of disability
services already available .
Only a small number of points were made in
relation to educational provision . This may
have been due to the low numbers of
educational personnel who were involved in
the focus group sessions. One important
suggestion that was made in reference to the
school environment was the need for a
visiting resource teacher, who would liaise
between the NRH and the child's local
school. Such an individual would provide a
means of educating teachers and children
and provide necessary support to teachers
who work with the child in their local school.

The focus groups with NRH professionals
provided a range of ideas regarding the
impact of ASI, with many practical
suggestions provided for meeting the needs
of young people with AS!. The numerous
families which these individuals have worked
with over the years has given them insight
into the plight of families affected with AS!. It
also allows them to identify the gaps between
service provision within a specialist
rehabilitation setting and the broader
community setting. As such, the views
presented here provide valuable insight for
the extension of rehabilitative efforts into the
wider community. Table 10.1 prOVides a
summary of the main ideas to emerge from
the interviews with NRH professionals .

Table 10.1 Key points from interviews with NRH professionals
•

The uniqueness of ASI during the period of childhood was recognised.

•

The effects of ABI for children and families were multiple in nature .

•

There were a number of discrepancies in service provision on a nationwide level.

•

Family-centred care that focused on practical and emotional issues was identified as an
important need .

•

Outreach services and a central liaison person for each family was also identified as an
important need .

•

The need to develop links between families in similar situations to allow families to share their
experiences and support each other was regarded as important.

•

Behavioural interventions and social skills training for children with AS1 were identified as
important service requirements.
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INTRODUCTION

Preceding chapters have highlighted the
pervasive, complex and highly diverse
consequences of ABI. In recognition of the
manner in which ABI touches the lives of many
individuals following its onset in children, this
report sought to incorporate the views of
children, family members and individuals
working with these families on a professional
level. Clear themes arose from the myriad of
views encountered . These themes are
explored in further detail within this chapter.
Interestingly, different perspectives can
emerge from different groups of respondents
in relation to certain issues. For example, while
bullying emerged as a common problem for
young people in school during the parents and
children's interviews, it was not such a
significant issue in the interviews with teachers
or siblings. This study, therefore, reflects the
different contexts to which children belong,
and the varying perspectives of individuals
within and across these contexts. In doing so,
it captures the direct and indirect experiences
of those who interact with children, thus
providing a more comprehensive picture of
these children's lives. In the course of the
research, 96 individual interviews and 2 focus
group interviews were carried out. Onehundred and sixteen individuals were
interviewed in total. It is the aim of this chapter
to integrate the views of the multiple
perspectives encountered, and to make
recommendations for future service delivery.

PRIMARY THEMES

In recent times, survival rates following ABI
have improved significantly. Yet living with
the aftermath of an acquired brain injury
reveals a much more bleak tale . Quality of life
has been targeted for a number of years as a
central tenet within the Irish health system
(Department of Health & Children, 2(01) . Yet
the evidence within this report suggests a
neglect of the quality of life of many of those
afflicted with ABI during the period of youth,

and a lack of support given to the families to
which these young people belong.
The research evidence suggests that those
services which families receive within the
community tend to predominantly focus on
the child's illness or injury, and the physical
and language complications that may arise.
Conversely, there appears to be much less
emphasis on the psychosocial domains of ABI
and the family context in which the child's
illness or injury occurs. In general, parental
reports imply that insufficient attention is
given to the manner in which children and
families cope with and adjust to the
challenges they face following ABI. The lack
of support services, as perceived by family
members, suggests a neglect of the impact of
a trauma on Significant others and a disregard
of the social context of illness. It IS the view of
the authors of this study that a
biopsychosocial approach would be most
appropriate to the long-term treatment and
care of children and families who have
suffered from ABI. The biopsychosocial
model promotes a holistic approach to the
delivery of health care. As such it highlights
the need to focus on the biological,
psychological and social aspects of illness and
identifies the interaction amongst each of
these components (Engel, 1977; Engel, 1980;
Sarafino, 2002; Schwartz, 1982). This model
essentially encompasses the multidimensional concept of health. Sarafino
(2002) regards health as "a positive state of
phYSical, mental, and social-well -being" (pS).
Table 11.1 provides an illustration of some of
the potential consequences of ABI across
various domains and the potential services
that could be provided to target these effects.
As such it illustrates the application and utility
of a broad holistic approach to a child with
severe ABI.
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Table 11 .1 Application of biopsychosocial model to a hypothetical child with ABI
Examples of potential consequences of ASI
Biological :

physical sequelae such as brain damage ; limited mobility; balance difficulties ; tremor in
hand; epilepsy.

Psychological:

cognitive sequelae such as difficulties in speed of processing; poor short-term memory;
limitations in sustained attention .
emotional sequelae such as depression and frustration arising from newly acquired
impairments and difficulties in partaking in age appropriate activities.
difficulties in peer relations; loss of old friends and difficulty in making new friends . Parental
concern regarding the lack of appropriate activities for children with disabilities in the local

Social :

region .

Examples of potential interventions or services that could target the various domains
Biological :

physiotherapy, neurology services. Attention to access issues in school buildings and other
such settings (e,g, provision of ramps, lifts) and aids to facilitate functioning (e.g . laptops to
facilITate writing).

Psychological :

family support; counselling services for individual family members; neuropsychological
assessments for child with AB!.

Social:

peer support groups; development of regional recreational facilities for children with
disabilities; peer education to encourage acceptance and understanding of children with
special needs.

A multidimensional approach to the delivery
of health care is typically applied within the
context of the NRH . Yet frequently, once the
child is discharged into community services
and the true impact of the child's trauma
dawns on the child and family, the evidence
suggests a lack of support services for families,
at the time when they may be required most .
These children frequently require long-term
monitoring, assessment and support, with a
flexible approach to the provision of care and
efforts to maximise the quality of life of both
the child and their family.

Reflections on the sample of children
Prior to exploring the individual sub-themes
of the research it is important to reflect on
the composition of the sample as a whole
and the needs of emergent sub-groups
within the sample.
Comparisons between those whose illnesses
were as a result of road traffic accidents
(n=17) versus non-road traffic accidents
(n= 10) did not appear to be a useful exercise
in this study. Comparing children in this
manner proved extremely difficult as
confounding factors such as age, ability and
gender could not be ruled out. Even within
the smaller group of children who suffered
from stroke-related illness, there was some

variability Irllcrms of needs and experiences
and It proved difficult to Identify ISsues
~pe(Jfi( to par-1cular Ilines.ses or dIagnose,,"
Thus crildren with Similar diagnose' did not
appeal to be homogeneous in nature In th"
study t was therefore regarded as m("t
uS('(...J1 to f;:XdfTllne the sample 3:S a wrol~ 3:nd
the (onmorC:lltles and dJvcrS!11e~ wlthlfl t
However there are a umber)t ub- WvuP'>
that :He worthy at mentlo!1 Tr DSL children

who d"play severe behaViour problem·
appear to ment some attention n term'i )t
their \ervlce and .)upport requlrements_ For
these children, there appeared to be few
servICes availab!e to prOVIde support or
intervention 1 he current research indicate':!
that severe behaVioural problems may create
havoc In hou')eholds, causlIlg friction among
famdy members, With frustration and anger
potentially being directed towards the child
With ABI It" the view of the authors .hat
conslderatl"n leeds to be given to the
development of services Ir thi~ area orhp
Integration of children With ABlmta eXIstIng
hc~ aVloural,nterventions In the dl~abillty
sector
A further group that seem to ment some
attention according to the respondents are
adolescents. The normal developmental
tralectory for adolescents In Western culture,
typically Involves Increased Independence
from parents, closer relationships With peer<
and member; of the opposite sex, a search
for life goals and the establrshmer.t of one's
self Identity (5antrock 2(02) The perrod 0'
adobcence may bring new challenges for
both the child and parent follOWing ASI ThE
fmdlngs suggest that the care reqUIrements of
some young people With ABI may rncrease
thell dependency on family at a time when
most young people becoene more
du10nomOU5 In addition, the many SOCial
difficulties which some young people may
face. and the enhanced compleXity of the
,;,oClal world which they encounter, PO\P
many threats to those who have been
severely challenged by head trauma The

transition from pnmary to ')econdcHY '>l_hool
was .1 concern express.ed by a number of
parer ts and profeSSIonals. given le
Inue'lslng complexity of the "hool
envlronmenl which Yl)ung people cap be
Idced With. In addltlvn, the (ample I On of
,chool and the future well-being of hellh,ld
were concern" for many parent~ ror t hos~
part rrb whose child WOUld be un..1.)le Ie' IV('
an 'ldependent Ife '.here- appeared to b an
.JflCt'rt3rnty cloout what elf (,",!Iff", ife
t rCUr'lstdPce oc would be. Or'll" The on gomg
OC~Ut: whlc, many ch:ldrer clnd parelll) faced
sugge"s the need fer the development of
'lJpport and services to meet the
psychosocial. vocational and reSidential "eeds
of thc'se young people

Thu, the"e are particular groups who may
have special support need' IT the aftermath
of a head trauma and as ,uch may requITe
extra conSideratIon In the plan rung and
prOV1510(1 oj ure, Howeve ' ~hls rec;earcb
Involved Single Interv:ews With part clpants al
one pomt In time The long-term outcomc') fur
many of these young people and therr
families therefore cannot be predicted by the
current research approach. The present study
prOVides a snapshot of the experrenCes of
families up until the present time. However,
the methodological strength of thIS study lies
In the selection of a nationWIde random
sample, which enhances the ability to
general"e these findings to the larger
population of children and young people with
ABI In Ireland
The followrng sections focu, on the various
.:,ub·themcs emergIng In thIS researcr. With
Ieee mmendatlons made accordHlgly

REHABILITATION CONTEXT
Many parents reported that the NRH made a
P0."flve contnbution to their child"" progrcss
and r('(overy. Parents Identified the
understanding they found amongst staff, and
thc: Intensive care they received, JS Vital

components in the well-being of their child .
While many parents expressed immense
gratitude to the N RH and the staff within it,
some aspects of the NRH experience were
also identified as stressful for parents and
families .
One of the main limitations of the NRH
service identified by family members was the
lack of parental accommodation . International
literature clearly identifies the positive impact
of parental presence on the well-being of
children during the period of hospitalisation
(e.g. Lambert, 1984). Within the present
study, some parents spoke about the upset
they experienced while leaving their child
behind in the NRH, while others vividly
recognised the impossibility of leaving the
child as an inpatient on their own, and were
forced to travel daily from their home to the
hospital as a result. In addition, the expense
incurred by families who had to stay in
alternative accommodation was an issue
raised by some families .
An additional source of stress for families
which can contribute to both short and longterm consequences is the artificial separation
of family units, frequently for long periods of
time. Many siblings reported not seeing their
brother or sister for much of their stay in the
NRH resulting in a loss of familiarity and a
sense of alienation for the siblings at home.
Simultaneously, many parents spent a large
amount of their time away from the family
home, which resulted in a double absence for
those who remained at home.
A key recommendation to emerge from the
current research is the development of
strategies to promote family-centred care and
to foster family unity and support dUring the
period of rehabilitation . Such measures could
Include the follovying:
•

The availability of family accommodation
units within the NRH, thus encouraging
the presence of families and preserving
family ties;

•

The facilitation of more contact between
children and their families, which may
'normalise' the time spent within the NRH
through its enhanced emphasis on a
family friendly environment. Overall, this
could reduce the stress families endure,
while also smoothing the child's transition
back into the home environment;

•

The encouragement of parental presence
in the hospital and increased parental
involvement in children'S care from the
outset may allow a more gradual transfer
of care from the rehabilitation
professionals to parents prior to their
discharge;

•

The provision of support to assist families
in spending time with their children
during the period of hospitalisation This
support is particularly pertinent for those
families who have children who spend
long periods of time in hospital and for
those whose family home IS a long
distance from the faCility in which the
child is staying. This support could
include financial assistance for travel,
accommodation and childcare.

These measures could enable the child's
transition back to the home environment,
help maintain family ties and facilitate the
adjustment of families back to life in the
community. A number of families identified
the difficulties encountered in travelling to
and from the NRH due to the distance of the
NRH from the family home. Some children
also found it difficult being so far away from
their home and their family. Given this
difficulty for some families, consideration
could be given to the development of local
step-down facilities or centres In which
children could be cared for, in the event of
continuing care needs which may not need to
be fulfilled in specialist centres far from a
family's home . This would serve to minimise
the disruption and trauma to families and
reduce the impact of family separation .
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THE RECOGNITION OF ACQUIRED
BRAIN INJURY

Service & policy context
All the children who participated in this study
attended the NRH for specialist rehabilitation
services following their AB!. Parental reports
revealed that following discharge from the
NRH, those children who received support or
services within the community, typically were
integrated into general health services or
disability services. Families who participated
in this study encountered a lack of services
dedicated for children and young people with
ABI in the community. It appears that those
children and young people with ABI often fall
between the gaps, in the sense that there is a
lack of specialised services or support for
those with ABI while, simultaneously, these
children are not always fully integrated into
disability services.
The issue of what is the ideal service model for
children with ABI cannot be answered within
this report. For those at the more severe end of
the spectrum, the question arises of whether
these children should be integrated into
services for children with congenital
disabilities. Such services are reasonably well
established within Ireland on the whole. Some
would argue that the principles of working
with children with other disabilities can transfer
to those with ABI; others argue that children
with ABI may not always integrate into such a
context. Within the present study, factors such
as children's levels of inSight into their former
life, and their identification with the general
d isability label, appeared to affect the success
of their integration . While clearly some
practice from the larger disability arena can be
transferred to children with ABI, many
respondents spoke about the unique attributes
of AB!. The sudden and unexpected nature in
which ABI frequently occurs often brings many
new challenges to children and their families .
When children acquire severe impairments
through ABI, families may grieve the loss of
their "old" child, and have to learn to accept
their "new" child . This was particularly an

issue voiced by the NRH professionals. While
considering all sides of the argument, it is also
important to keep in mind the geographical
spread of those who have suffered severe
ABI, and the small numbers that may live
within anyone geographical area in Ireland .
This essentially has implications for the
development of regional and local services.
From a policy point of view, the Department of
Health and Children is committed to the
development of a national rehabilitation
strategy (Department of Health & Children,
2()()1). However, up until the present time
there has been no national plan or policy for
treating and managing individuals with ABI in
the health system. In addition, within the
Department of Education and Science there
are a number of disability categories delineated
to assist in the identification of children 's
special educational needs. At present ABI is
not recognised as a specific disability with
those afflicted having specific needs and
service requirements. However, ABI may be
subsumed under another form of disability. In
contrast, in the US, The Individual with

Disabilities Education Act (IDEA) 7990
recognises ABI as a special education category.
In addition, some states or countries have
strategic policies or legislation for the
development of services and the promotion of
research on ABI (e .g. Acquired Brain Injury
Strategic Plan, Victoria, Australia; Traumatic
Brain Injury Act, 1996, USA). Such measures
are absent in Ireland . While the process of
categorising and labelling various forms of
disability and allocating services accordingly
can have potential drawbacks, the lack of
recognition given to ABI up to the present time
is likely to have contributed to the inadequate
service provision and support provided to
many families in their local communities.
There is clearly some debate on the issue of
what is an appropriate setting in which to
provide care for children with AB!. In light of

this issue, serious consideration must be given
to where ABI fits into future disability policy
and legislation and indeed in health care policy
as a whole. While legislation in the area of
disability is currently in a state of flux, the
recommendations of the Report of the
Commission on the Status of People with
Disabilities (1996) are likely to be applicable to
many of those with AS\. In particular, the
adoption of a needs-based approach to the
provision of care should have positive benefits
for those with AS\.
One of the primary recommendations of this
report is that due consideration must be given
to the care needs and service requirements of
children with AS\. Consideration must also be
given to the place of ASI in disability policy.
Options that could be considered as part of
these developments include the fOllowing:
•

•

•

The development of a national strategic
plan for service provision for those with
acquired brain injury, with special
consideration given to the needs of
children and young people. This would
facilitate consistency in the delivery of care
on a nationwide basis. As part of this
strategic plan it may be important to
establish a protocol for the management of
ABI from the point of Hospital Accident
and Emergency units onwards. Such a
plan could also promote the recording and
communication of standardised
information that could be relayed through
the various systems of the care continuum .
Injury indicators (e.g. Glasgow Coma
Scale) could be a key part of this process;
The provision of enhanced recognition to
ASI as a specific disability by the
Department of Health & Children and the
Department of Education & Science;
The development of a database of children
with an acquired brain injury to identify the
morbidity and mortality indices associated
with ASI. This would assist future planning
for service provision and resource needs.

Prior experience and understanding of
professionals in the community
The findings of this study illustrate that there
is often a lack of understanding and
experience amongst commun ity profeSSionals
of ASI, and the resultant needs of a child that
may arise from it. Only a minority of
profeSSionals were au fait with ABI and ItS
implications for the child and family. The
interviews with teachers and health
professionals point to the challenges that
individuals may face when confronted with a
child with ABI for the first time. Many
professionals expressed a lack of confidence
and a level of uncertainty in working with
children with AS\. A strong desire for
information, advice, training, and support for
their work in the area of ASI was evident
during the interviews with profeSSionals, both
teachers and health care personnel alike.
A key recommendation of this study is to
provide information and training to
profeSSionals in the community to support and
enhance their work with children with AB\'
At present the specialist role of the NRH
results in many professionals looking to them
for support and advice . Therefore, a key
source of information and training at the
present time appears to be the NRH .
Alternatively, the development of a dedicated
resource centre would fill the gap that
currently exists . The resource implications
associated with the demands placed on any
agency that takes on the role of training
professionals who work with children with
ABI within the community must be
considered .

Public awareness of ABI
The current research also reveals a general
lack of understanding of ABI amongst the
public. The hidden nature of ASI represents a
challenge to many families in gaining
acceptance and understanding amongst their
peers, relatives and wider community. The
cognitive and behavioural sequelae of ABI,
which may not be immediately obvious
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during brief encounters with children, can
le.:1ci Indl\lIduals to dismiSS the stress Inat a
family may endure Furtheltnole, [01' those
wno have acquired Visible disabilities (ie
ph\'slcal or language compllcalions) as a result
of the If trauma, there may be adverse
reaclions fro others In tei'ms or stanng.
teasing 01 Intolerance A number of children
and parents identified the negative leactlOrlS
of others as a Significant factor in their postABI expenence ThIS lack of public awareness
and uncJer standing appears to be a (unne
obslacle I al some children and families
enCOLlntel
1\ key recomrnendalion of Ihe siudy IS Ine
need to promote pubhc ctVvareness and
understanding of dcquired brain injury and ItS
Impact on children and thell families ThiS
could Include raising awareness of

•

The possible causes of ABI (e g
tlaf IC accidents falls stroke-Ielated
illnesses),
The

Va! IQUS

Its relation

sequelae of br aln IIlJury and

to brain functioning (e.g

Llnderstanding the origins of behaVioural
issues) and the potential non-vIsible

err ects of some brain injuries,
The d"ersrty of outcomes fro

ABI

Such Information could be disseminated to
parents dunng the time in whIch ~helr child 5
In Ihe NRH II could also prove useful fOI
schools. (eiatives. carers. profeSSionals and
others In contact with the chrld Wr IHen
Information is recommended so as IndiVidual)
C3il pass this Information on to others who
may be In contact With rhe child

their child's needs, and to reassure
parents of the potential benefits gained
from respite for all concerned (e.g.
parental time with other siblings, time
out for parents, social interaction for the
child with ASI) .

extent of the child's limitations may become
more apparent during this time, and normal
family routine may experience much
upheaval.
The current study highlights the insufficient
availability of family support for families of
children with ASI. It suggests the need for
family-centred care within the community and
the need to recognise the support and advice
required by those on whom the burden of
care currently lies. Options to facilitate this
process could include the following:
•

The availability of emotional or
psychological support for family
members on a rapid response basis at
the time of injury/illness;

•

The long-term availability of emotional
support for children and their families
for some time after the return to the

home environment. Some families may
devote much of the initial years fighting
for services and actively seeking to do
the best for their child, and may only be
ready for counselling some years after
the initial trauma. For those families who
wish to avail of emotional support
following their return home, it must be
accessible and convenient. Therefore,
consideration should be given to the
availability of home visits from
professionals, for those who may
require them;
The development of links, if desired,
between parents (or other family
members) and members of other families
who have experienced similar situations,
to facilitate the sharing of experiences
and concerns;
The provision of respite care for parents
that would be appropriate to the needs
of children with AS!. In order to facilitate
parents' use of such a service, if it were
available, it would be important to ensure
that the facility would be appropriate to

In addition, for the children themselves there
should be enhanced efforts to combat the
social isolation which many young people
experience, and to assist children in coping
with their newly acquired disabilities . The
children's interviews revealed numerous
changes which they experienced in their
lives. These interviews also revealed that the
children viewed ASI as a negative emotional
experience.
Thus a primary recommendation of the
current research is to develop measures to
foster the well-being of young people with
ASI and to support their social integration
within family, neighbourhood, school and
leisure activities. The following measures
could help to improve the social difficulties
which some children have experienced :
•

The establishment of peer support
groups in order to encourage affiliation
and friendships among young people
with ASI;

•

The facilitation of electronic
communication via interactive websites
to encourage communication amongst
children with similar experiences;

•

The development of programmes within
the mainstream school environment to
foster acceptance and integration
amongst peers and to de-emphasise the
difference between children with
disabilities versus non-disabilities;

•

The availability of social skills training for
children with AS!. This was particularly
identified as an need during the
interviews with teachers and NRH
professionals . Children who display
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inappropriate behaviours or have
difficulty interacting with peers may
benefit from this form of support. There
also may be a need to develop
programmes to underpin this work;
•

The development of disability-friendly
sports and activities for young people
and the establishment of links between
families, clubs and activities.

A further recommendation relating to the
provision of on-going support to young
people and their families pertains to the need
to provide support and guidance prior to and
during life transitions and developmental
changes, for example, from primary to
secondary school and from secondary school
to young adulthood . The completion of
secondary school may be a time when young
people need particular support and guidance
regarding training, further education or
residential options.

HEALTH AND SOCIAL SERVICE
DELIVERY
Parents' experiences of the care received
within the NRH and the care received within
the community following their return home
often revealed a contrasting experience .
Contact with multiple professionals within the
NRH who understood and were experienced
in the area of ABI and the availability of
multiple services dedicated to ABI were
frequently not matched in community service
provision . In addition, many NRH
professionals and parents identified the heavy
burden that lay on parents to fight for services
and seek the optimum care possible for their
child . The current research indicates a lack of
co-ordination amongst services and service
providers . Often , it appears that the
responsibility of organising and co -ordinating
a child's care falls on the parents.
However, this is not to take away from the
commitment and capacity of those working

within the community. From speaking to both
parents and professionals, there is much to be
commended in terms of the nature of their
work and the efforts they exert. The will and
desire of those on the ground was often
present, but reports from numerous
respondents suggest many problems exist in
the organisation and resourcing of community
health and social services. The community
health professionals in some settings worked
in isolation with limited resources such as:
. staffing, heavy caseloads, minimal availability
of multidisciplinary teams and little expertise
in ASI. For some community professionals,
the absence of a team approach or the ability
to call on other professionals for su pport and
advice restricted the provision of a
comprehensive service that was tailored to
the needs of individuals. It was deemed
important by many of those interviewed that
the health system was capable of meeting the
short term and long-term needs of children
with ASI. Flexibility of approach is therefore
likely to be an important component of
service delivery to children and young people
with ASI.
The interviews with young people revealed
the value they placed on theraputic
interventions in their recovery from ASI.
However, the experiences of community and
NRH professionals and families themselves
revealed that at the most basic level there was
an urgent need for more community
resources to facilitate on-going rehabilitation
and family support at a regional and local
level. As part of this process there is a need to
enhance the range of services that are
available within local areas . NRH
profeSSionals reported that at times they
experienced difficulty in locating services that
were suitable for their clients, with families
frequently facing long delays in obtaining
much needed support or services. The
adoption of a multi-disciplinary approach to
the care needs of children with ASI and the
deployment of a range of services that are
customised to the changing needs of
individual families has emerged as an

important need from the current research .
The range of services required may include
the following: medical and nursing care;
physiotherapy; occupational therapy; speech
and language therapy; dietetics; home
support; psychological services and social
work services . Consideration also needs to be
given to the availability of community respite
and residential facilities that are appropriate
to the needs of young people with AS!.

from parents, NRH professionals and
community health professionals suggest there
is a need for a co-ordinated system of care
that is responsive to the needs of children and
their families with adequate resources to
provide a prompt service as required . It is
important that all domains in a child's life are
incorporated into the planning and care
process, therefore, school liaison remains an
important part of this process.

The availability of sufficient community
resources is essential in facilitating the transfer
of care from the NRH to the local community.
The absence of such resources can result in a
failure to capitalise on the many gains that
were achieved during the initial rehabilitation
process and the expenditure invested. It is
important to bear in mind the accessibility of
services for families, as this emerged as an
important concern during interviews with
parents . The provision of services without
adequate transport may negate the potential
benefits of services offered . Overall, reports

The development of responsive, flexible and
accessible community services ultimately
depends on the adequacy of communication
and the provision of information to all relevant
parties in the child's care network. Reciprocal
communication and an adequate flow of
information amongst the key players within a
child's care network were regarded as the key
components of intersectoral collaboration
from the perspective of those in the
community. Many community health
professionals sought information and
feedback from other services which their

Rehabilitation Centre

Acute
Services
Figure 11.1

.. •

Community
Services

Model of communication between professionals
in relation to the care of children with ABI
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clients attended and identified the potential
benefits of such a collaborative approach.
A key recommendation to arise from this
study relating to health, social and
educational service delivery pertains to the
need to improve links between existing
services and to allow for the consistent
passage of information through the system
thus incorporating the acute hospitals, the
NRH and the community health, social and
educational services. This passage of
information should be a two-way process
(see figure 11 .1).
Measures that could be considered to
facilitate improved links between relevant
parties could include the following:
•

The facilitation of multi-disciplinary
meetings between the NRH staff, local
therapists and teachers prior to the child's
discharge back into the community. The
child and their family should be included
in these meetings insofar as they can
participate;

•

The identification of a central liaison
person or link person for each child . This
individual could function as a case
manager and as such could be the central
link between all team players, the child
and the family. Within this capacity, they
coul d function as the first point of call in
the event of a parent requiring
information or advice. Additionally, this
person could be responsible for the
following:
•

Setting up initial meetings with NRH
professionals to identify a child's
needs;

•

liaising with school personnel prior to
the child's return and providing
appropriate preparation and advice ;

•

If desired by families, speaking to
peers in the child's class to prepare
them for the child's return and
enhance their understanding;

•

liaising with professionals in the
community and the NRH both initially
and on an ongoing basis;

•

Collaborating with parents on regular
occasions following discharge to
monitor the child's progress, prioritise
child's needs and seek appropriate
services and support;

•

Having adequate knowledge
regarding service availability and the
entitlements of families and informing
them accordingly.

It seems advisable that the NRH would have a
continued role in planning, advising or
supporting a child's care proviSion at a local
level. Community professionals commonly
acknowledged the expertise which the NRH
had to offer. The annual review process which
is carried out within the NRH may have
beneficial effects for the child, family and the
associated professionals in the community
who provide on-going care. This has the dual
function of assessing the child's progress and
changing needs as they move through the life
cycle, while also providing service providers
with up-to-date assessments of service and
support needs.
An additional component of enhancing intersectoral collaboration amongst the NRH and
community services could be to strengthen
the discharge planning process within the
NRH. While discharge planning is currently
practised to some extent in the NRH,
interviews with families, teachers and health
profeSSionals indicate the need for greater
preparation in terms of information-giving and
planning for appropriate resources and
support. However, such a comprehensive
approach to the discharge planning process
places considerable demands on the
resources and staff within the NRH, and
therefore is likely to have Significant resource
implications. Nonetheless, advance
preparation prior to a child's discharge is an
important contributor to the early
identification of a child's needs within the
community. This process could involve :

Mdklflg contact with relevant servrre
provIders to make necessary arrangements
for the prompt avaIlability of resources
when the chIld or family requires them
ThIS would entail advanced preparatIon for
the follOWIng: remedial or resource
teachIng requuements, home turt,on
ca"crs aHowance dlld Vd.IIUU') ulhel
f,nanoal supports that famill('s may be
eirglble for

the ~ducatio!1 of students wth ABI Thi~ not
only anscs In the IMlal return to school, but as
the child moves through the educatIonal
system, Secondly, there IS a need to track and
",on nor a ch,k:!', progress as they move
through the educational system, This may
faCilitate identifIcation of the ch,ld's changing
needs Options to conSider In f"nh"loring the
educational expenences and capacity of
children include the fo:lowlng,
The establishment of on-going lralson
between the NRH and the child's local
school would help \0 prepare the childs

The ava;lab,iJty of written Information on a
rhild's condition or on ABI,n general would be
Importam in enhancing the knOwledge of all
concerned Such Information would be
Important not only at the time of discharge but
,Iso In accordance With the child's c.hangrng
needs It would also be beneficial to have
written Information available on )ervlCe~.
re,:>oufI..CS and entitlements that may be
applicable to those wrth ABI
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due consideration in accordance with their age
and maturity are key principles of both the UN
Convention of the Rights of the Child (1990)
and the National Children's Strategy (2000). To
date, there has been little attempt to
understand the impact of ABI from the child's
perspective within an empirical study, either in
Ireland or internationally. The present study
provides an insight into the child's view of their
world following AB!.
There is much scope for developing further
insight into children's perspective of this
stressful life event. As is frequently the case,
the researchers in the present study had no
prior contact with the child before the
interview and as such represented a stranger
to the child being interviewed. Given the
special needs of many of those interviewed,
the authors recommend that future research
on children's life experiences following ABI
would involve a series of short interviews with
the young person. This would allow the
development of greater rapport between the
participant and the researcher and would
enhance the child's comfort in expressing their
concerns, fears and opinions. It may also allow
the child time to reflect on the changes they
have experienced . Furthermore, the initial
contact between the researcher and the child
would allow the researcher to tailor all future
interviews according to the child's abilities and
needs.
A potential avenue of exploration for future
research is the combined use of interviews
and observational techniques to further
illuminate the social experiences of children
with AB!. The social experiences of children
and the antecedents and consequences of
social difficulties experienced, demand further
attention . The use of observational techniques
would illuminate children's interaction with
peers and also identify the status of children
with ABI within the school or other social
environments.

Human nature is characterised by growth and
lifelong change. This change can involve both
progression and regression. Children and
adolescents are in the midst of an even more
rapid pattern of change. Therefore, in order to

identify the outcomes attributable to ABI for
the developing child, there is a need to
conduct longitudinal studies with regular
assessments across time . There are two such
approaches which the authors would regard
as providing a significant contribution to our
understanding of ABI during the period of
youth .
One such approach involves the use of
community-based epidemiological type studies
that would follow-up large community-based
samples over a long duration and subsequently
identify from this sample those who acquire a
brain injury over time. The benefit of such a
study is the availability of pre- and post-injury
data, thus allowing one to control for premorbid risk factors and identify the unique
sequelae of AB!. An additional type of
longitudinal study that is required involves the
assessment of a broad sample of head injury
cases from the point of Accident & Emergency
units onwards. A sample of children within
such a unit could be assessed regularly to
observe the social, psychological, physical and
other outcomes relating to AB!. The
significance of such a study would be the
inclusion of cases across the head injury
continuum thus allowing investigators to
compare the various outcomes of participants
in relation to initial injury indicators.
Much has been learned from the findings of
the present study, yet much remains to be
discovered . While a number of problematic
areas were highlighted in this study, it is
important to bear in mind that all efforts to
intervene and remedy the problems that are
present must be open to investigation.
Therefore , attempts to enhance the quality of
services and the lives of individuals must
involve an evaluation of the outcomes
achieved following changes in service
provision, so as to ensure they have the
desired effects.

C

CLUSIO

Serving the needs of children and their families
following a severe acquired brain injury is a
challenge to service providers, policy-makers
and administrators. Yet there remains much
hope for the future. The determination and
goodwill encountered by the researchers
amongst families and professionals provide an
excellent basis for the enhancement of existing
services and structures and improving the
health and well-being of children with ASI.
This empirical study provides an in-depth
illustration of children and adolescents who are
faced with the reality of living with an acquired
brain injury. The inclusion of the views of
children, their family members and those who
work with the family in the aftermath of ASI
can be viewed as individual pieces of a jigsaw
that fit together to reveal the overall picture .
The evidence emerging in this study reveals
the multitude of factors that impinge on
children and their families in their efforts to
cope with the stressful nature of ASI. Table
11 .2 highlights key recommendations that

emerge from this comprehensive study.
Quality of life issues relating to both the
children and their families must lie at the
forefront of the agenda in the enhancement of
future service provision. Supporting children to
fulfil their potential is best served by a holistic
approach in terms of care provision, and
demands a concerted effort from all.
This document can be seen as contributing
towards a blueprint for the future. The hope is
that it will instigate a move towards building on
existing positive structures and services. There
is a need to caprtalize on the current work that
is underway within the NRH and extend this on
a more comprehensive basis into the
community. While some community and
regional services have made great inroads in
this area, others suffer from a lack of resources,
knowledge and personnel. It is hoped that this
research will highlight the needs and
experiences of children who acquired a brain
injury and provide the impetus for the future
development of services.
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Table 11.2 - Key recommendations
Policy Issues
o

To develop strategies to promote family-centred care and to foster family unity and support during
the period of rehabilitation within the NRH .

o

To consider the care needs and service requirements of young people with ASI and develop a
strategy for the management and treatment of all ASI cases .

o

To consider the place of ASI in future disability policy.

Information and training
o

To provide information and training to professionals in the community to support and enhance their
work with children with A S!.

o

To promote public awareness and understanding of acquired brain injury and its impact on children
and their fami lies.

Provision of services
o

To develop family-centred care within the community and to recognise the support and advice
required by the primary caregivers of children with AS!.

o

To develop measures to foster the well-being of young people with ASI and to support their social
integration within family, neighbourhood, school and leisure activities.

o

To provide support and guidance to young people with ASI prior to and during life transitions and
developmental changes (for example, from primary school to secondary school, and secondary
school to young adulthood).

o

To promote a co-ordinated system of care that is responsive to the needs of children and their
families with adequate resources to provide a prompt service, as required.

o

To improve communication between existing services and to allow for the consistent passage of
information through the system thus incorporating the acute hospitals, the NRH and the community
health, social and educational services.

o

To develop a plan for preparing teachers In the community for the education of children with AS!.

o

To develop a system for tracking and monitoring a child's progress and changing needs as they
move through the educational system.

Future Research
o

To encourage the development of longitudinal studies from a) the point of A&E onwards or b)
community-wide epidemiological studies In order to account for pre-morbid factors .

o

To initiate further research on the social experiences of different illness groups (e.g. stroke,
traumatic brain injury etc) and to utilise observational methodologies to explore peer relationships
and social adjustment.
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GLOSSARY OF TERMS

ABI

Acquired Brain Injury

GCS

Glasgow Coma Scale

HB

Health Board

NRH

National Rehabilitation Hospital

Joseph Murnane

John Joyce

JJ Ward

