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EXECUTIVE SUMMARY

MATRIX Neurological is an innovative children’s charity based in Middlesbrough, established to provide
practical help and support to children, young people and their families who are living with the effects of
an acquired brain injury (ABI). The founder of Matrix created the organisation because of first-hand
experience of child brain injury. In 2010 her son sustained a severe brain injury. We were established
to try to bring about significant changes for brain injured children and young people.

Our mission is: “to work to remove health inequalities for children & young people affected by acquired brain
injury; and provide effective support to their families that makes a real difference”.

Before Matrix Neurological was established as a registered charity, much research and consultation
was undertaken to justify its creation. Professionals tell us that lots of research has been completed
pertaining to paediatric acquired brain injury; but nobody does anything with it. Matrix was founded
as a registered charity to take those findings and recommendations and find effective solutions to start
to deliver improved outcomes for children and families. We do not want to point the finger of blame
at others; only to raise awareness and become part of the solution. However, the scale of the problem
regarding childhood acquired brain injury is significant and the scale of need should not be
underestimated.

In July 2016 we were awarded £38,000 to commence our Family Support Project. The outcomes
as a result of this project were anticipated to be:

e Improved quality of life for people with long term conditions by helping families to learn and
understand about their child’s long-term condition

e Focusongroupsinneed;i.e. Patients with long term conditions by helping parents to support
and manage their child’s health problem and enabling them to live in their own home

e Supporting parent carers

We also envisaged this project would support and enhance existing NHS service provision and help
to provide better outcomes for children and young people living with an acquired brain injury, by
providing for the unmet needs of their parents and carers to improve or reduce the development of
serious mental health issues arising from their caring responsibilities.

As a charity one of the our big ambitions is to make the Tees Valley the best-informed region in the
country about acquired brain injury in children and young people through awareness raising, so that
we can start to address the significant inequalities that brain injured children experience every day.
During the delivery of this project we have learned so much that needs to change regarding brain
injured children and young people; but this is a huge task and will take years to complete. However,
through this project we are now starting to make some good ‘in roads’ locally to address this; but,
this also means that brain injured children and their families will continue to experience prejudice,
inequality and discrimination for some time to come until knowledge of acquired brain injury
becomes more prevalent in the minds of all medical and community professionals. The current lack
of awareness, recognition and understanding is enormous across all sectors and professions.

Probably the mostsignificantfactorthatisnotacknowledgedacrossallmulti-agencyprofessionals,
is the child’s potential for regaining lost skills and abilities post brain injury with appropriate levels
of support. Old school thinking by medical professionals thoughtthatas children’s brains werestill
developing and by being in the school environment, children would naturally regain lost skills and
abilities. They now know this to be untrue; and agree that children need a level of support tailored
to their individual needs and neurological deficits to maximise their potential. Unfortunately, this

does not happen.
© MATRIX NEUROLOGICAL: FAMILY SUPPORT PROJECT REPORT OCTOBER 2017 2
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This raises the question about what kind of society have we become when we close our eyes to the
complexneedsofbraininjuredchildrenand young peopleand we punishthemandtheirfamiliesfor
neurological deficits that they have no control over and are not their fault.

Advances in medical practice means more and more children are surviving serious injuryand
illnesses; which leave them with complex and often hidden disabilities. As a result, disability now
comes in many forms. Neurological deficits and dysfunction arising from acquired brain injury,
probably has the biggest negative impact on a child’s life and long-term future. Yetthese children
and their families face discrimination every single day; despite the existence of the Equality Act
2010.

The Equality Act 2010 states:

You're disabled under the Equality Act 2010 if you have a physical or mental impairment thathasa
‘substantial’ and ‘long-term’ negative effect on your ability to do normal daily activities. The known
deficits of acquired brain injury provide a framework to states how acquired brain injury creates
neurological impairments; however, it is the lack of understanding about the effects of acquired
brain injury on a child’s developing brain, by the people who complete the assessments, that
inadvertently exclude brain injured children and young people. This discriminatory practice must
change through improved assessment of their needs and increased awareness raising.

It is widely acknowledged that acquired brain injury is the biggest cause of death and disability in
children and young people. The incidence of paediatric traumatic brain injury alone exceeds all
other neurological disabilities as shown in the table below. Areport entitled, *“Nobody made the
connection” was produced for the Children’s Commissioner in October 2012 and states the
reported prevalence of certain disorders amongst young people in the UK population per disorder
are:

Autism 0.6-1.2%
Learning Disability 2-4%
ADHD 1.7 -9%
Dyslexia 10%
Traumatic Brain Injury 24-31.6%

Far more young people have suffered a traumatic brain injury than those that have autism or
dyslexia, and their issues are often more complicated and disabling. Yet there is little recognition and
understanding of the problems suffered by a child that has sustained either a traumatic or non-
traumatic acquired brain injury.

The Children’s Commissioner is now calling for better treatment for children and young
people who are living with an acquired brain injury.

© MATRIX NEUROLOGICAL: FAMILY SUPPORT PROJECT REPORT OCTOBER 2017 3
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In the UK, few brain injured children and young people have experienced good outcomes, but where
this has happened, it has only been through the resilience, hard work and determination of their
parents; not the state. The poor outcomes that brain injured children achieve is the result of a lack
of understanding and a failed state system. This must now change. It is the responsibility of public
leaders and adult medical and other community professionals to keep up to date with emerging
developmental problems in children and young people arising from an acquired brain injury; due to
its high incidence and significance on a child’s developing brain.

Parents are not provided with the information they need to be able to care for their child both
effectivelyandsafely; withoutwhich they are unableto be strongadvocate forthe complex needs of
their child. They should be provided with detailed information about their child’s brain injury;
particularly the associated risks pertaining to the child’s brain injury.

The findings of this project are shocking and show how brain injured children and young people and
their families frequently suffer discrimination that excludes them from services that should be there
to help them, down to a lack of awareness and understanding by public sector professionals; including
the NHS professionals.

Braininjured children are:

e discharged with very little help or support available to them in the community because they
are perceived as being fine

¢ notincluded in the Register of Disabled Children held by local authorities;
e refused access to services from Children with Disabilities Teams

e refused Education Health and Care Plans

e punished and excluded by statutory bodies

¢ not helped and supported to achieve good outcomes post brain injury

¢ labelled as being ‘naughty children’ and excluded from school

Their parents
e arerefused carers assessment and access to carers breaks
e are not provided with the important information they need at the point of discharge for
hospital
e butarethen punishedforthe behavioural problemsof their neurologicallyimpaired children

Itis hoped that the findings and recommendations outlined in report will:
e trigger a sea-change that will start to transform services and support for braininjured
children and young people; and
e that that South Tees CCG and other statutory bodies work with Matrix to improve services
for families through co-production and support so that we start to deliver better outcomes
for brain injured children and young people across the James Cook catchment area.
e Matrix provides an exciting opportunity for the Tees Valley to show some national
leadership and work to improve service provision for brain injured children and
youngpeople.

© MATRIX NEUROLOGICAL: FAMILY SUPPORT PROJECT REPORT OCTOBER 2017 4
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PURPOSE

The purpose of this report was to review the implementation of our Family Support Project against

the initial aims set outin the original application. These were:

a) The creation of an effective new community based service aimed at supporting parent carers
with a view to improving mental health and building family resilience to cope with the impacts of
acquired brain injury in children and young people;

b) Improved mental health issues in parent carers;

¢) Provision of a coordinated approach to support faster and improved hospital discharge for
children, young people and their families who are now coping with a ‘different’ child. (A child
now living with neurological disabilities and acquired special needs)

d) Provision of long-term support for families of children and young people who are now living with
a life-changing long-term condition.

INTRODUCTION ANDBACKGROUND

MATRIX Neurological is an innovative children’s charity based in Middlesbrough, established to
provide practical help and support to children, young people and their families who are living with the
effects of an acquired brain injury (ABI). The founder of Matrix created the organisation because of
first-hand experience of child brain injury and the lack of appropriate and well-informed support
services that are available for these children and their families. In 2010 her son sustained a severe
brain injury. Despite engaging with several support organisations at that time, our Founder was
unable to find any brain injury support service the met the needs of her child and her family.

MATRIX was established to try to bring about significant changes for brain injured children and young
people as we feel those with the lived experience of paediatric brain injury are best suited to provide
for the needs of these families.

Our mission is: “to work to remove health inequalities for children & young people affected by acquired
brain injury; and provide effective support to their families that makes a real difference”.

We know there are approximately 300 children and young people who attend A&E in the North East
every year with a head injury (Cardiff University, 2015). Many of these have poor recovery ratesand
health outcomes post trauma; (NHS England North, Transforming Trauma Rehabilitation, 2013).
Headinjuryandtrauma are the biggest causes of traumatic braininjuryin childrenand young people.
Iliness is the cause of hon-traumatic brain injury.

Research says that ABI has a significant psychological impact on families; resulting in family
breakdown, withdrawal from services, unemployment, depression and a loss of self, which in turn leads
to poor rehabilitation outcomes (Hockney, 2015).

Probably the mostsignificantfactorthatis notacknowledgedacrossall multi-agency professionals, is
the child’s potential for regaining lost skills and abilities post brain injury with appropriate levels of
support. Old school thinking by medical professionals thought that as children’s brains were still
developing and by being in the school environment, children would naturally regain lost skills and
abilities. They now know thisto be untrue; and agree that children need a level of supporttailored to
their individual needs and neurological deficits to maximise their potential. Unfortunately, this does
not happen.

© MATRIX NEUROLOGICAL: FAMILY SUPPORT PROJECT REPORT OCTOBER 2017 5
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Parents also play a key role in facilitating good outcome post brain injury; however, they are not
provided with the information and tools they need to achieve this.

Based on everything we knew in January 2016, we submitted a funding application to create a new
Family Support Service for child brain injury families across Redcar, East Cleveland and
Middlesbrough. The need for the project originated directly from service user experience, has been
confirmed by regional specialists and our previous project beneficiaries, and reaffirmed by national
and regionalresearch.

Ultimatelyour projectaimedtoimprovefamilywellbeingandresilienceandimprovetherehabilitation
process,andaddresspoorhealthanddevelopmentaloutcomesinchildrenandimprovementalhealth
in parent carers. These problems particularly affect people from disadvantaged areas as they
experience higherriskand incidence of braininjury and demonstrate poorer rehabilitation outcomes
(Lequerica and Krch, 2014).

For many parents in this situation, they will be in a caring role for many years - if not the whole of their
life. This project supports them to carry out their caring role and look after their own wellbeing.

Asourprojectaimstoimprovefamilywellbeingandresilienceandimprovetherehabilitation process,
we will address poor health and developmental outcomes in children and improve mental health in
parentcarers. Researchshow thatalmost 18% of braininjury parent carersratetheir quality of lifeas
‘poor’or‘very poor’, and 59% show signs of clinical depression. (Headway, 2012)

Project Foundations

Our Family Support Service is based upon a report by Ross Mackay; Principal Advisor to the Ministry
of Social Development in New Zealand that was written in 2003. Into our project we embedded
learning and recommendations for building family resilience from other countries that appear to be
delivering better outcomes for disadvantaged children.

The report, entitled Family Resilience and good Child Outcomes, highlights the important factors
surrounding family resilience. It states: “a family can be considered resilient where it has encountered
adversity and coped successfully with the challenge. This has led to a focus on family strengths — those
qualities that allow families to cope successfully with challenges to their wellbeing.” Brain injury families
need to be resilient to be able to cope with the ongoing challenges they face.

However, we have also taken this a step further and considered parent and child needs against
Maslow’s Hierarchy of Human Needs. We mapped physiological, safety, belonging and love, esteem,
cognitive aesthetic and self-actualisation needs against the factors needed for building family
resilience. These are shown below.

© MATRIX NEUROLOGICAL: FAMILY SUPPORT PROJECT REPORT OCTOBER 2017 6
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Maslow’s Revised Hierarchy of Human Needs

Self-
actualization
Realizing your full
potential “becoming
everything one is
capable of becoming”.

Aesthetic needs
Beauty - in art and nature —
symmetry, balance, order, form.

Cognitive needs
Knowledge and understanding,
curiosity, exploration, need for meaning and
predictability.

Esteem needs
The esteem and respect of others and self-esteem
and self-respect. A sense of competence.

Love and belongingness
Receiving and giving love, affection,trust and acceptance.
Affiliating, being part of a group (family, friends, work).
Safety needs
Protection from potentially dangerous objects or situations,
e.g. the elements, physical illness.

The threat is both physical and psychological. (e.g. “fear of the unknown”).
Importance of routine and familiarity.

Physiological needs
Food, drink, oxygen, temperature regulation, elimination, rest, activity, sex.

[Abraham Maslow; (1943, 1954) hierarchy of needs]

Relevance of Maslow’s Theory
Mackay'’s Report states there are a numerous processes that operate within families. These include

— emotional bonds; effective patterns of communication, the use of coping strategies and family
belief systems that influence how families cope with adversity and manage stress. Good
interventionsbasedon a sound understanding of the problems, assistin relieving family stress.
The evidence provided in this report will show how existing services do not help brain injured
children and their families because the problem is not understood in the first place. The problem is
not the child or the parent’s poor parenting style; it is the devastating and life changing impact of an
acquired brain injury on a child’s developing brain.

Maslow’s seven stage model can also be divided into deficiency needs and growth needs. The first
four levels are often referred to as deficiency needs (D-needs), and the top level isknown as growth
or being needs (B-needs).

The deficiency needs are said to motivate people when they are unmet. Also, the need to fulfil such
needswillbecomestrongerthelongerthedurationtheyaredenied. Forexample, thelongeraperson
goes without food, the hungrier they will become.

One must satisfy lower level deficit needs before ascending to meet higher level growth needs. When
a deficit need has been satisfied it will go away, and we become directed towards meeting the next
set of needs. Once these growth needs have been reasonably satisfied, a person may be able to reach
the highest level called self-actualization. Resilience!

© MATRIX NEUROLOGICAL: FAMILY SUPPORT PROJECT REPORT OCTOBER 2017 7
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319 Maslow thinks that every person is capable (and has the desire) to move up the hierarchy toward a
level of self-actualization. Unfortunately, progress is often disrupted by a failure to meet lower level
needs. Traumatic life experiences cause an individual to fluctuate between levels of the hierarchy.
Therefore, not everyone will move upwards through the hierarchy but may move back and forth
between the different types of ‘need’.

320 A traumatic life experience is what brain injuries families have experienced. Itis therefore feasible
to suggest that a family will not become resilient unless each ‘need’ is met. As such this project
has explored the abilities of child brain injury families to ascend through the levels of need. This
report will demonstrate how brain inured children and their families are being hindered in becoming
resilient by the NHS and other public and private services due to a lack of understanding; which then
justifies the need for our services and the need for a very different approach.

321 The outcomes as a result of our project were anticipated to be:

e Improved quality of life for people with long term conditions by helping families to learn and
understand about their child’s long-term condition

e Focusongroupsinneed;i.e. Patientswithlongterm conditions by helping parentsto support
and manage their child’s health problem and enabling them to live in their own home

e  Supporting parent carers

© MATRIX NEUROLOGICAL: FAMILY SUPPORT PROJECT REPORT OCTOBER 2017 8
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4.0 FINDINGS

4.1 Before Matrix Neurological was established as a registered charity, much research and consultation
was undertaken to justify its creation. Professionals tell us that lots of research has been completed
pertaining to paediatric acquired brain injury; but nobody does anything with it. Matrix was founded
as a registered charity to take the findings and recommendations and find effective solutions;
however, the scale of the problem regarding childhood acquired brain injury is significant and the
scale of need should not be underestimated.

4.2  The British society of Rehabilitation Medicine and the Royal College of Physicians acknowledge that
a range of deficits can emerge following an acquired brain injury; as shown in the table below:

PHYSICAL COMMUNICATION COGNITIVE BEHAVIOURAL
EMOTIONAL
MOTOR DEFICITS: LANGUAGE DEFICITS: IMPAIRMENT OF: DEFICITS:
e  PARALYSIS e EMOTIONAL
e ABNORMAL e EXPRESSION (finding e MEMORY LABILITY
MUSCLE TONE the right words) (unstable emotions or
e ATAXIA e ATTENTION emotional over-
(co-ordination) e COMPREHENSION reaction)
(understanding) e PERCEPTION
SENSORY DEFICITS e POOR INITIATION
e VISION e DYSARTHRIA e PROBLEM
e HEARING (difficulty speaking) SOLVING e MOOD CHANGE
e SMELL
e TASTE e DYSLEXIA (difficulty e |NSIGHT e ADJUSTMENT
reading) PROBLEMS
DYSPHAGIA e  SAFETY
(swallowing e DYSGRAPHIA AWARENESS/ e AGGRESSIVE
difficulties) (inability to write) RISK TAKING OUTBURSTS
SEIZURES e DYSCALCULIA e SELF e DISINHIBITION
(problems with maths MONITORING
OTHER: and calculations) e POOR
e HEADACHE e SOCIAL MOTIVATION
e FATIGUE JUDGEMENT
e PAIN e INAPPROPRIATE
e SLEEP SEXUAL BEHAVIOUR
e  PSYCHOSIS
e  DEPRESSION /
MENTAL HEALTH (Our
addition)
e OCD (Our addition)

(Source: British Society of Rehabilitation Medicine (BSRM) and the Royal College of physicians (RCP); 2003

© MATRIX NEUROLOGICAL: FAMILY SUPPORT PROJECT REPORT OCTOBER 2017 9
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4.3 Deficits in any of the above domains can have a significant effect on a child’s education, learning and

4.0

4.1

4.2

4.3

4.4

development.

General

One of our big ambitions is to make the Tees Valley the best-informed region in the country about
acquired brain injury in children and young people through awareness raising, so that we can start to
address the significant inequalities that brain injured children experience every day. During the
delivery of this project we have learned so much that needs to change regarding brain injured
children and young people; but this is a huge task and will take years to complete. However, through
this project we are now starting to make some good ‘in roads’ to address this; but, this also means
that brain injured children and their families will continue to experience prejudice, inequality and
discrimination for some time to come until knowledge of acquired brain injury becomes more
prevalent in the minds of all medical and community professionals. The current lack of awareness,
recognition and understanding is enormous.

Brain injury and NHS staff

Families tell us that NHS staff do not explain acquired brain injury to them very well. Families are
often left knowing their child has a brain injury, but they do not know where in the brain; how it will
affect them; how it links to child development problems; and what that means for their child. We
appreciatethatConsultantstimeislimited sousingthescantmedicalinformationthatfamilieshave,
we now provide the explanations that families need.

The mechanics of the brain injury are also not explained to parents. Medical staff should be aware
that the effects of a head or brain injury are notalways directly related to the initial physical injuries
tothebrain. They can be both widespread and significantly debilitating. Inthe community parents
are expected to have the most knowledge about their child. Changes to local authority processes
mean they must make choices based on the needs of their child. How can they do thiswhen:

a) theydon'tunderstand what has happened inside their child’s head; and
b) problemsandissues are yetto emerge or are stillemerging?

Parents need to be provided will all the information they need to be able to make informed choices
andappropriate decisionsfor (andwith) theirchild. Withoutour support, they areunabletodothis.

Often discharge letters contain very little detailed information for parents and are written more for
other medical professionals, i.e. GP’s; and not parents. Parents often struggle to understand the
terminology and context of the letters. However, what is even more important for families, other
medicalprofessionalsinvolvedinthechild’scare, aswellasotherrelevantcommunity professionals,
should be aware of the associated problems and risks pertaining to a child’s brain injury and any
potentialissuesthatmayemergeinthefuture. Withoutthisinformation, everyoneisleftinthedark;
whichthenleavesabraininjuredchild vulnerableandatrisk. Localauthoritiesare notmeeting their
statutory dutiestowardsthese children when they are notevenincludedinthe Register of Disabled
Children.

Our involvement with local authority Early Help Teams is repeatedly highlighting this issue. The
problemsthatfamiliesareexperiencingofchanged child behavioursareoftennotrelatedtoachild’s
brain injury which may have occurred up to ten years earlier. This also links back to the unclear
Discharge Letter and the lack of information provided to parents by Consultants. This means that
the complex needs of these children are not understood, supported or met; which is discriminatory
and contributes to the poor long-term outcomes for brain injured children.

© MATRIX NEUROLOGICAL: FAMILY SUPPORT PROJECT REPORT OCTOBER 2017 10
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Families have tremendous respect for the medical staff that have cared for their child; however, they
also express concern at the level of negativity often portrayed by medical professionals. Whilst it is
acknowledged that it is impossible to predict a potential long-term outcome, there are lots of positive
factors that contribute towards a good recovery for children and these should be acknowledged.
Consultants don't ask any questions about the child before the injury; yet there are important pre-
injury factors that can contribute to a positive recovery.

These positivefactorsarealsomuchwiderthancurrentNHS provision. i.e. physiotherapy, OT, SALT
and Neuropsychology etc. Whilst these services are important to aid recovery; so is the ongoing
physical, emotional, psychological, cognitive development of the child; hence pre-accidentabilities
areimportant. Unfortunately, postdischarge familiestell usthey areoftenleft'inlimbo’and feeing
their situation is hopeless. These feelings can have a significant impact on parent wellbeing post
discharge and contribute to poorer long-term outcomes for the child as a result.

Families have told us these feelings are further exacerbated as very little age appropriate neuro-
rehabilitation therapy is provided by the NHS in the community. Children and young people often
complainthatNHS professionals makeeverythingtooclinicalandboring. Nordotheactivitiesrelate
to their lives and the real world. This is something that Matrix can help both children and families
with, throughthecreation of community basedsessionsforbraininjuredchildrenandyoungpeople.
Making neuro-rehabilitation activities ‘fun’, will encourage children to engage with and enjoy their
neuro-rehabilitation ‘therapy’. This was evidenced in a recent news item whereby children and
young people affected by Hemiplegia were taught magic tricks instead of doing physiotherapy.
Significant functional improvements were made and the children had participated fully in their
‘therapy’.

Whilstthere are activities that can be done with adults, such as those contained in The Brain Injury
Workbook written by Trevor Powel; nothing currently exists for children. However, we know that
childrenlearnthrough play. Our charity now has arange of fun activities that can be tailored to age,
ability and individual need, that can be used to help children to recover and regain lost skills and
abilities post injury. This creates an exciting opportunity for us to develop a new service to help
children to achieve better outcomes post injury in the community. It will also help to remove the
social isolation that many brain-injured children and young people experience.

Families do not receive a neuro-rehabilitation plan. They tell us that any plans that community
therapists are working to are agreed internally with little or no involvement or consultation with
parents. Theapproachisoftenvery piecemeal, notindividualised, andfamiliesareoftenunaware of
any holistic recovery aims or neuro-rehabilitation goals that have been set for their child by the NHS
team. Parentsshould be included in this process. They know more about their child and their pre-
and post-injury needs and abilities than anyone else.

Surprisingly, we have also learned - that nursing staff often do not appreciate that a range

of childhood illnesses are also a major cause of child brain injury. Staff assumed brain injury was only
caused by a trauma type head injury. i.e. Assault, road traffic accident, falls etc. They did not realise that
acquired brain injury includes a range of causes; such as meningitis, encephalitis, brain tumour, stroke,
cardiac arrest, suffocation, asphyxiation, near drowning etc. As such this indicates that more awareness
raising could be done both through under-graduate programmes at university and staff learning and

development training within the NHS.

During this project, we also consulted with paediatrician and nursing staff to obtain their views on
the need for our services. They responded:

© MATRIX NEUROLOGICAL: FAMILY SUPPORT PROJECT REPORT OCTOBER 2017 11
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NEED

FAMILY SUPPORT SERVICE HIGH/V HIGH

CASE MANAGEMENT SERVICE | HIGH/V HIGH

SERVICE NAVIGATION HIGH/V HIGH

Brain injury and multi-agency Teams

Wehavealsofoundthere exists no multiagency neuro-rehabilitation plantoaddress ALL the needs
of the child. There is a piecemeal approach. This leaves non-medical professionals that
participate in MDT meetings, not fully understanding the needsof brain injured children. Assuch
there is often a disorganised approach to service provision and care commissioning; which is often
not conducive to neuro-rehabilitation aims. Few of these children have their needs met under the
new Education Health and Care Plans as acquired brain injury and its complex effects on an
individual are not recognised or understood by a range of professionals. Unfortunately, in many
cases brain injured children are often refused EHC Plans unless thereis a physical or other evident
disability. Changed or emerging needs caused by neurological deficits resulting from a brain
injury are not accepted or recognised as a disability. This issue then has significant impact on
outcomes for brain injured children and young people and their parents and carers.

Disability LivingAllowance

Braininjured children are eligible for DLA depending on their individual needs and the changes that
have occurred as a result of their brain injury. Child braininjury is classed as a disability for benefit
purposes. Some of our children arein receipt of DLA, other families do not even know that they are
eligible to claim it, despite their child having had a brain injury and may now have significant
neurological deficits impacting on their normal child development milestones. This should be
addressed as part of the discharge planning process, which does not appear to happen. Matrix
ensurestheydoclaimDLAforabraininjuredchildand weassistfamilieswiththeapplication process.
However, this does not then translate into local authority teams and processes, including Carers
Assessments and EHC Plans.

Carers Assessments

The NHSstates:
“If you are a parent of a disabled child aged under 18, your child can be assessed by the local
authority under law relating to the needs of children in the Children and Families Act 2014.

You will also be assessed as part of that process because social services will look at the needs of
the family as a whole. This is often referred to as a "holistic" assessment.

The assessment should take into account detailed information about your family, including:

e the family’s background and culture
e your own views and preferences
e the needs of any other children you have

e The assessment is not a test of your parenting skills, but should be a sensitive look at any
difficulties the family has as a whole, with a view to considering what support or services
are needed.

© MATRIX NEUROLOGICAL: FAMILY SUPPORT PROJECT REPORT OCTOBER 2017 12
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A care plan should be drawn up that would include services to benefit both you and your
disabled child. For example, there could be adaptations to the home, help with bathing or
regular respite breaks to ensure you get the rest you need. You could also choose to have a
direct payment so that you can buy in your own services for your child.

Unfortunately, unless a brain inured child is left with a co-existing physical disability, child brain
injury families are left excluded! Brain injured children should be entitled to these services too,
particularly asthe neurological deficits caused by anacquired braininjuryisa recognised disability
by the government for Disability Benefit purposes. We have children who are in receipt of DLA,
who are not considered as having a disability by local authority professionals; are notincludedin
the Register of Disabled Children; nor have they ever had an EHC Plan, despite them not meeting
their expected development milestones.

Sadly, wefindthatnoneof our parentshave received a Carers Assessment, despite being entitled
toone. Thisisasignificantfailinginthesystem. Onone hand paediatricians talkaboutbraininjury
beingacomplexhiddendisability thatcanleavechildrenwitharangeof deficitsandtheyareaware
of the impact child brain injury has on parents and family wellbeing as a whole; but they do not
acknowledge the ongoing disabling effects of a life-changing acquired brain injury during the
dischargeplanningprocess. Thismeansthatchildrenandyoungpeoplearebeingdischargedfrom
acute settings with complex needs that are not understood or provided for. Parents statetheyare
“just leftto geton with it by everyone’, leaving the family unit at significant risk of increased stress
or breakdown, and the child’s needs not being met.

Families have also reported negative experiences with the Child and Adolescent Mental Health
Service (CAHMS). Itseemsthatbraininured children are often automatically referred to CAHMS by
GP’s and Social Workers if they are any presenting with behavioural issues. However, we are told
that CAHMS do not understand acquired brain injury. Most of our children have been through the
CAHMS process; sometimes morethanoncewithoutafinal diagnosisorany positive outcome being
madeforthechildbecausetheunderlyingproblemhasnotbeenrecognisedandappropriatesupport
measures putin place.

Parents are frequently senton parenting courses because the child’s behaviour is considered ‘their
fault’. We are working with one family whose child has been under the CAHMS service for 10 years
and althoughMum has completed several‘Parenting Classes’, the child has made no progress atall
becausethe underlying problem—i.e. abraininjury —has notbeen recognised and the appropriate
rehabilitation and support mechanisms putin place.

It seems CAHMS do not ask parents any questions about previous head or brain injury injuries.
Parents tell us that any behaviours displayed by the child that are consequent to an acquired brain
injury are often ignored, missed or misdiagnosed. They are frequently told by CAHMS “you are doing
everything right” but they then feel they are then punished by Social Workers and are sent on
another Parenting Course. Some of our parents have been made to complete more than one
parenting course! This only adds to more stress and pressure on parents.
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We have also learned that brain injured children are referred for assessment after assessment from
one service to another; with no diagnosis made at the end. Parents are disclosing the same
information over and over again, which is both stressful and unhelpful. We are working with one
family whereby the child has been assessed by ten different organisations and has
had fifteen assessments by different professionals; however, 7 years later they still
do not have a diagnosis and nothing has changed for the child. Thisleavesfamiliesangry
and frustrated which then impacts on their own wellbeing and exacerbates family pressure.

Inaddition, manyparentsdon’tsleepwell; rarelywakeupfeeling refreshed; don'thavetimefortheir
own interests and hobbies; rarely see their friends and generally don't have time to look after
themselves. Their caring responsibilities can take up all their time.

Local authoritystaff

It is widely acknowledged that acquired brain injury is the biggest cause of death and disability in
children and young people. The incidence of paediatric traumatic brain injury alone exceeds all other
neurological disabilities as shown in the table below. A study was completed by McKinley et al, 2008;
McGuire etal, in 1998.

A report entitled, "Nobody made the connection” was produced for the Children’s Commissioner in
October 2012 and states the reported prevalence of certain disorders amongst young people in the UK
population per disorder are:

Autism 0.6-1.2%
Learning Disability 2-4%
ADHD 1.7 -9%
Dyslexia 10%
Traumatic Brain Injury 24-31.6%

Far more young people have suffered a traumatic brain injury than those that have autism or dyslexia, and
their issues are often more complicated and disabling. Yet there is little recognition and understanding of
the problems suffered by a child sustaining a traumatic or acquired brain injury.

The Children’s Commissioner is now calling for better treatment for children and young people
who are living with an acquired brain injury.

However, from our review of local authority strategies, we have learned that childhood acquired brain
injury and its associated pressure on parent carer health and wellbeing remains unacknowledged
anywhere! We have included six Case Studies in this report which highlight how brain injured children
and their families suffer discrimination and health inequalities without the specialist help and support
of MATRIXNeurological.

Additionally, medical professionals agree there is a direct correlation between poverty, deprivation
and paediatric brain injury. The higher the levels of deprivation; the higher the incidence of brain
injury. The Tees Valley has some of the highest levels of deprivation in the country. As such it is
reasonable to assume that up to 31.6% of our young people population may be living with the effects
of an acquired brain injury ranging from a mild to severe deficits. New research is showing that the
severity of the initial brain injury does not determine the severity of the effects; meaning a child with
aperceived mildheadinjury may have sufferedsignificantdeficitsasaresult. Veryfewofourchildren
have received a medical diagnosis leaving their neurological disabilities misunderstood with their
needs not being provided for.
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427 Based on the latest population statistics provided by the Office for National Statistics (ONS) on
the Tees Valley Combined Authority website, there are 160,900 children residing in the Tees
Valley (includingDarlington). If the Children’s Commissioners statistics at 31.6% ofthereported
incidence d traumaticbraininjuryiscorrect, ofall the children and young people living in the

Tees Valley, this could equate to approximately 50,844 children and young people who are
potentially living with the effects of anacquired braininjury, whosecomplexneedsareunrecognised
and supported. This could therefore be a significant public health issue that is currently being
ignored; which may have a significant impact on the need for future health and social care
services.

It would also be wrong to label brain injured children as having mental health issues. Poor mental
health may also be a consequence of brain injury due to the lack of understanding and support brain
injuredchildrenreceive. Butitisjustthat—aconsequenteffect. Simply treatingtheemerging mental
health issue will not resolve the child’s underlying deficits. An acquired brain injury is a lifelong
condition. Damagetoachild’sdevelopingbrainhaswidereachingimplicationsforthechild. Damaged
neurological tissue does not usually regrow or heal. The deficits caused by braininjury arealife-long
condition. However, through ‘neuroplasticity’ it is now known that brains can rewire and adapt to
changesthathaveoccurredwithin; butthiswillnothappenwithoutindividuallytailoredsupportaimed
at facilitating this. It is the responsibility of adults to give brain injured children the best possible
chance of a good recovery and improved long-term outcomes.

Children with Disabilities Teams

Brain injured children are not recognised by local authority staff as having a disability. A child
diagnosed with Autism, learning disability, ADHD or Dyslexia is, as is a child with a physical disability.
The factors of disability that can have a significant impact on a child’s life, now comes in many forms.
Neurological disabilities, such as acquired brain injury, are no less important and have a greater impact
on physical and neurological functioning. Paediatric acquired brain injury should now be
acknowledged and recognised.

Parents often ask us why it is so hard to get a medical diagnosis for their child’s problems and why
nobody listens or wants to help their child. We all struggle to understand why the needs of a child with
Autism or ADHD take precedence over a sudden life-changing traumatic event that has occurred to a
previously normal healthy child that is now living with an acquired brain injury?

Also, because neurologicalimpairments suffered by a braininjured child are often notacknowledged
asbeingadisability, their parentsreceived no supportatall. Many do notreceive a Carers Allowance,
nor do families have any access to carers breaks or summer play schemes for their disabled children.
We haverecently heard that currently Middlesbrough Council will notaccept Carers Assessmentsfor
carers of brain injured children; nor will they readily accept brain injured children when referred,
unless there is an obvious physical disability or sensory loss. These children and their families
therefore face discrimination once again.

Brain injury and Schools
Families say itis the cognitive, emotional and behavioural issues that cause the biggest disruption to

family life. They are also the biggestissues that affect a child’s successful integration/reintegration
into school as well as their academic outcomes. Invariably brain injured children will have some
neurological deficits that affect these three essential human functions. Unfortunately, a lack of
understanding in schools means brain injured children are often excluded from school and as a result;
are punished again.
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In a meeting with the Chair of Middlesbrough Council’s Local Safeguarding Children Board in 2016,
we were told that the Middlesbrough has the highest school exclusion rate of children and young
peopleinthe country. Couldthisindicate the direct correlation between deprivation and braininjury
highlighted elsewhere in this report?

Brain injury and Child Safeguarding

We havealso learned that child safeguarding procedures arefailing braininjured childrenand young
people. We are concerned that the accepted behaviours portrayed by a child that has been abused;
could also be the'normal’behaviours of a braininjured child thatis notbeingabused. In 2016 these
concerns were raised with the Chair of the Local Safeguarding Children Board in Middlesbrough
Councilin thehopethatthe TeesProcedureswillbereviewedandrevised. We haveaskedthatatkey
pointsstaff are prompted to ask and consider the possibility of a child having had a traumatic or non-
traumatic braininjury astheresultof anaccidentorillness. Ifthisquestionisneverasked—thetrue
cause of a child’s behavioural problems or vulnerabilities may never be correctly identified. Thisis
highlighted in our Case Studies.

The safeguarding needs of brain injured children also need to be prioritised. Communication,
cognitive, emotional and behavioural deficits in these children leaves them vulnerable, but their
complex safeguarding needs remain unacknowledged and recognised. Moreover, they are more likely
to be punished for the disabling factors pertaining to neurological disability. Punished for something
that is not their fault as highlighted in Case Study 3.

The actions of other professionals also have animpact on child brain injury families and parent carer
wellbeing. We are working with families where parents tell us they have been threatened with being
fined - or worse still - arrested or having their child taken into care, because of the behaviours of their
neurologically impaired child. Parents frequently tell us they are not listened to or believed by
community professionals because often there is no recognisable disability.

It appears it is not uncommon for parents to be blamed and punished for the ‘unacceptable’ behaviours
of their braininjured children; when they have not been provided with a proper diagnosis, any detailed
information or offered any help or support. This also leads to increased family stress and parental
burden. Toxic stress in the new term being highlighted as the cause for all behaviours in children and
young people. It is easy to see how the parent carers of brain injured children will once again be
labelled and blamed and their child’s disability needs will remain unrecognised and unmet. These
families need to be helped and supported; not punished.

Brain injury and the criminal justice system

It is not uncommon for acquired brain injury to create significant deficits in physical, communication,
cognitive, emotional and behavioural aspects of neurological functioning. All factors are essential for
successful integration into society. Itis so easy for brain injured children and young people to fall into
the criminal justice system where they display significant emotional and behavioural problems; which
are sometimes significantly exacerbated by frustration on their part; and a lack of understanding on
the part of others.

In 2016, a report was produced entitled “National Prisoner Healthcare Network: Brain Injury and
Offending”, following a joint study undertaken between NHS Scotland and the Scottish Prison Service.
There was recognition of a need to better understand the health needs and services required by people
with brain injury who are involved in the Criminal Justice System (CJS).
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Impairments in cognitive functions (such as memory and solving problems) and in personality or
emotional control (such as impulsivity, aggression, intolerance and lack of concern for others) are
common after severe braininjury and are associated with neuro-behavioural changesthat can easily
lead to rule breaking and involvement with the CJS. As persisting outward signs of brain injury are
rare, antisocial behaviourisoften notattributedtothebraininjury,andappropriateinterventionsthat
may reduce recidivism are not offered, or the ability to benefit from prison treatments that address
offending behaviour is compromised.

The study found that the prevalence of head injury across the 8,000 inmates in Scottish Prisons that
require intervention or support as a result of head injury are not known. Two meta-analyses of the
literature suggest that the prevalence of head injury in offenders is 50% (Farrer and Hedges 2011) and
60% (Shiroma et al 2010).

Theheadinjurieswe mostcommonly encounterarecausedbyfallsandassaults (Thornhilletal2000).
Theriskishigherinyoungchildren, youngadultsandolderadultsandinthose who have backgrounds
of social deprivation and alcohol abuse. Longitudinal research in Glasgow has shown high rates of
disability and elevated rates of death for up to 15 years after head injury, with risk of late mortality
beingespecially highinyoungeradults(McMillanetal2012,2013,2015; Thornhilletal2000; Whitnall
etal 2006).

Impairments that are common after head injury include cognitive deficits in concentration, memory,
flexibility of thinking, solving problems and planning and personality or emotional changes reflected
as impulsivity, irritability, aggression, impatience, intolerance, egocentricity, poor judgement,
impaired insight and lack of concern for others. Of particular relevance to the Criminal Justice System,
is the association between head injury and aggression, violence and more generally emotional
deregulation (Wood 2001; Baguley 2006; Wood and Williams 2010).

Itisimportantto notethatin the context of headinjury persisting disability iscommonly‘hidden’as
it derives from these cognitive and emotional changes thatimpact on day to day life and more obvious
physical disability is considerably less common. Hence, in most cases there is no obvious outward sign
of the head injury within a few weeks or months of the injury and the individual with a head injury and
those that they interact with may not attribute their behaviour or difficulties to this injury. Hence,
neither the head injured person nor those in contact with them make adjustments or allowances for
the brain injury.

About 90% of hospitalised head injuries are classified as ‘mild” and from which a good recovery is
expected. However, one of the most significant risk factors for having a head injury is already having
sustained a head injury (Nordstrém et al 2013) and repeated head injury tends to have cumulative
negative effects associated with long term functional deficits (McKee etal 2009).

Another ‘special case’ might be made for those who have a brain injury in childhood; the brain and
particularly the‘social brain’, continues to develop untilaround the age of 25 and there isevidence to
suggest that early damage can negatively affect social development (Lenroot et al 2006).
(Source: NHS Scotland and The Scottish Prison Service; NPHN BI and Offending Final Report: 21.03.16)

It may also therefore be feasible to suggest that the incidence of traumatic brain injury in inmates
within the Scottish Prison Service may also be the direct result of a failed system within the statutory
sector.
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Family Support Activities

Thejobpurpose, roledescriptionsanddutiesworkwell, butmoreFamilySupportWorkersareneeded
to support the diverse and often complex needs of families and provide the ongoing practical and
emotional support they need as the result of a complex and unknown recovery journey and coping
with an unstable disability where new issues continue to emerge.

There were also some additional unintended benefits of the Family Support Project for the NHS.

These were:

e Enabling families to attend hospital appointments by providing transport for parents without
which they would have struggled to get there

e 2 parent carers being referred for psychological therapies, that would not have happened so
quickly or smoothly thus enabling faster access to services

¢ Children being referred back into NHS services for medical treatments they were not
previously receiving (See all our Case Studies)

e Transporting parents for holistic therapies -that we were providing with grant funding from
other sources — which have helped to relieve parental stress and anxiety thus improving
general wellbeing.

When the Family Support Worker commenced, we already had two very complex families that
we were working with. Both families had a young child that had sustained severe brain injuries
which had left them with significant neurological deficits. Both families were struggling to cope
with the life changing events that had occurred with their child.

From the personal experience of our Chair and research that we undertook, we knew that mental
health issues significantly affect parent carers of brain injured children. In turn, this has a ripple
effect on the family unit as a whole. A brain injury can have a disruptive impact on family
‘norms’ as families struggle to adjust to the changes that take place. This also affects other
siblingsand often thisleadsto behaviouralissues with siblings, family breakdown and divorce.

Where Matrix Neurological is involved with families, we conduct baseline assessments of
parents/carers and review progress regularly. We know that our work helps to minimise the negative
stressful effects on a family. The majority of our parents are showing improved mental health as a
direct result of our support when compared to their baseline assessment. Whilst we acknowledge
it is still very early days, tensions in family relationships are being minimised.

Where we have not been involved, i.e. with families we are engaging with at a much later stage in their
child’s recovery journey, we have found that these families are often involved with local authority
Early Help Teams due to emerging issues with children. Parents are struggling to cope and don't
know where to turn for help. Everyone lets them down.

These families are increasing in numbers. As such we are now receiving referrals from teams in
Redcar and Cleveland, and Middlesbrough Councils who have concerns with ‘problem families’
and failed interventions with other services that have failed to deliver any change for the

child orthe family. Case Workers are often at a loss where to turn to next for help with these
vulnerable and often complex families. They now refer them to us; however we need more
financial support to be able to meet demand because each case is complex and takes time to
investigate. We are now receiving referrals from the public, private and third sectors.

To help parents to understand more about acquired brain injury in children and young people, we
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have created a number of useful tools to help families. First, we obtained some funding to create a
short-animated DVD that explains brain injury in a simple way. Several copies have been donated to
the children’s wards in regional Major trauma Centres for use with families. The DVD has had some
excellent feedback from medical professionals and families. All of the families referred to us are
provided with a free copy of the DVD, which can also be shown to other relatives, friends, school
etc. to help improve understanding.

Second, we created a brain injury assessment tool based on the known deficits of acquired brain
injury acknowledged by the British Society of Rehabilitation Medicine and the Royal College of
Physicians. This is helping to identify problems that children are experiencing, including problems
that have been missed by other medical or community professionals. The feedback we are receiving
from Consultants is that it provides a very helpful overview of a child’s problems and helps to justify
the need for a referral back into children’s outpatient services. It also helps to alert Consultants to
other problems that may have been missed, overlooked or are emerging, so children can be referred
to other appropriate services for treatment during their review appointments. i.e. Audiology or
Ophthalmology. More information regarding the benefits of this approach is provided in our Case
Studies.

Probably the biggest benefit of our brain injury assessment tool is that we can obtain a simple
baseline assessment of a child’s problems and measure the level of change that has occurred. Our
baselineassessmentalsoenablesustomonitorany changes; goodor bad; thatare occurringwhich
then enables us to highlight emerging issues to Consultants to obtain their medical opinion.

If the Consultant agrees, children can then be referred back to the NHS for further treatment. Our
parent self-assessment forms also work in a similar way.

Finally, our Welcome Pack created for families, contains some general facts aboutbrain injury
which can also be added to. In time, it will contain the detailed information they need
pertaining to their child’s brain injury and the impact it has on their neurological functioning so that
the brain injury stays foremost in everyone’s mind. We do not overload parents with medical or
genericbraininjury information asitis nothelpful. Our priorityistoensureitcontainstheimportant
information relating to their child’s individual needs.

As mentioned previously, when a traumatic brain injury occurs in a child or young person, itis not
uncommonfora parenttoexperiencesymptomsof PTSD. These symptomsoftengountreatedand
unsupported until things reach crisis point within the family unit. Parents can also be extremely
angry about the cause of the injury; particularly where another person has caused the braininjury.
Alternatively, they experience significantlevels of guiltoreven angerifforexamplea child suffersa
seriousheadinjuryastheresultofafallfromaheightorevenfromfalling of abike or skateboard etc.
andwas notwearinga helmet. Theseissueshavealsobeen prevalentwiththose familieswhohave
nothadthebenefitof ourservicesduringtheearly stages. The'blame’or'labelling’approachtaken
by multi agencies further exacerbates stress and frustrations.

When Matrix are involved with these families, we have been able to provide emotional supportand
talk to parents about their feelings. We also help them to reflect on their journey so far. Parents of
brain injured children are often extremely vulnerable. Frustrations and emotions run high. Talking
to someone who experienced something very similar helps them to feel less alone and to come to
terms with what has happened. The shared journey that we offer also helps to build confidence. In
turn, this helps them to let go of any perceived guilt and enables them to focus on the child’s recovery
instead; whatever that may be. In particular, it seems that emotional support from a Peer Mentor
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helps them to aim for a good outcome, which in turn helps to reduce anxiety and fear of an unknown
future.

The nature of the child’s injury and its cause plays a significant part in how parents cope with the life
threatening and critical situation they often find themselves in. Whilst the family is supported by
medical staff inside the hospital; once the child is discharged, both the support and the daily therapy
they need ends. The tense situation at home is then further exacerbated because bringing abrain
injured child home from hospital is extremely stressful for parents; which is why they need our
support.

Wedo not helicopterinand outagain, never to be seen again for months. Wegetinvolvedand build
arelationship with the family with a view toalleviatingas much stressand burden as possible so that
they can concentrateon caring for their child’s needs and start to care forthemselves. Someofour
vulnerablefamilies may bevisited 2-3 times per week; depending on their assessed need and other
emerging family issues.

Throughengagingwithfamiliesmuchearlierintheirjourney, wehavebeenableto participateinthe
discharge planning process whilst also providing emotional and practical support to the parentsto
facilitateimproved confidence. Parentstakecomfortandarereassured, inknowingwewillbethere
with them ‘on the outside’ to support their coping abilities. Being local and having more staff
resources also means we can visit them more often.

Where Matrix have not been involved in the early stages, we find parents in extreme emotional
distressoftenlivinginaconstant'fightorflightmode’; whichisthendetrimental totheirhealth, well-
beingandday-to-daycopingmechanisms. Thisthenleadstoaheightenedstateofstressandburden
on the family; which is counter-productive to the needs of the brain injured child and adds to the
existing pressure experienced by siblings and other family members.

It is well recognised that ABI affects not just the injured individual, but the whole family.
Immediately after their child’s injury, families experience common emotional reactions,
including panicand fear, shock and denial, anger, guilt, isolation, and hope. Although many
familieseventuallyadaptfavourablytotheincreaseddemandsoftheinjury, itisalsocommon
for parents of children with ABI to experience high levels of parental burden, psychological
distress, anddeteriorationinfamily relationshipswhich can persistforaslongas 3 yearspost-
injury. Emerging behaviour problems and concerns about the child’s ability to function
independently may drainfamily resources and coping abilities. Furthermore, the high levels
of stress observed amongst parents of children with ABI may also contribute to marital
breakdown.

(Source: Jade West; Cerebra; Acquired brain injury in children and young people; 2010).

Throughoutthis projectwe have found alltheaboveissuesto have existed within families. Through
partnership working with staffin the Children’s Wardsin James Cook Hospital, we have been able to
engage with families prior to discharge and support them through a significant period of emotional
andpsychologicaladjustment. Inturn, thishelpstoreducethe negativeeffectsofbraininjuryonthe
whole family unit by alleviating ‘the fear of the unknown’. We continue to support these families
through uncertain times.
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Every parent has told us that being able to talk to someone who has found themselves in a similar
situation helps them tremendously; particularly when there has been a positive outcome for the
familyunit. Thisgivesthesefamilieshope, courageandstrength. Ourprojectisalsoaddressingthe
negative impacts of ABI across the entire family and helps to create an*optimum environment’fora
child’srehabilitation. Withoutour project, thisdoes nothappenandthechildand family’shealthand
wellbeing suffer as they attempt to cope with, as one of our service users said, “a life shattering
experience.”

We are increasingly receiving referrals for children who have had head injuries up to ten years earlier.
This is an area that we did not really anticipate and there is an increasing demand for this service from
families and local authority teams. These children have no formal brain injury diagnosis and this work
is time consuming, requiring investigation, reading and coordinating years of reports and documents.

Someofthesechildrenhavemissedtheirexpecteddevelopmentmilestonesbuttheir problemshave
not been correctly identified or supported. For other problems that emerge they appear tobe
significantly escalating as they movein to secondary school and/or puberty. Braininjured children
find it hard to make the transition into their new environment and the way secondary schools
function with timetables and lesson plans. Itis at this key stage of brain development that their
cognitive and executive skills deficits become more apparent when compared to their peers.

Since this project commenced we have also seen an increase in the demand for our servicesfroma
rangeoffamilies. Thisincludesfamilies’north ofthe Teesandadultmembersof Headway. We know
how difficult it is to access appropriate help and support for brain injury families so we have
supportedthesefamiliesalso;albeitinaslightlydifferentwayandlessintensively. However, thisalso
highlights how the families of adult braininjury survivors, are also not well supported appropriately
in the community. Existing statutory, private and VCS provision does not understand or meet
need.

In response, our support has extended to the Yorkshire Dales and Gateshead and Sunderland;
although not funded by this project. However, this does demonstrate the demand for our unique
support services and confirms a distinct lack of services providing what is ‘actually needed’ by brain
injury families; regardless of what other support is provided.

As a result of our help and support these families:

e Have a better understanding of acquired brain injury and its complex effects on the individuals
e They feel better able to cope
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Case Studies

We have provided some case studies as an example of what we have done and the
difference we have made. The Case Studies selected are not extreme examples. They
represent the norm of family experiences. Further Case Studies can be provided if required.

Case Study 1 -'A’

Ais 12 and recently moved into the area. The child sustained a traumatic brain injury when they were six
months old. The family were referred to us via another VCS organisation. We found the child has
significant neurological impairments and associated health needs that were untreated. Dad is suffering
from PTSD as a direct result of what happened to his son. Mum was under immense pressure.

We met with the family and with the information provided by the parents we completed a Brain Injury
Assessmentonthechild. Thisidentified numerous neurological deficits that the family were previously
unawareof. Duringourconversationwith the parentsitemerged thatthechild alsohasvision problems
relatedtohisbraininjury. Weexplained whathad happenedtothechildduringtheincidentthatcaused
the brain injury which helped them to understand what had happened inside the child’s head and why
new issues are emerging now.

Health

Thisinformation has enabled the family to have the child referred to theappropriate paediatrician. The
child is now receiving medical treatment for issues, some of which were previously unknown and not
treated. Ahasnow beenreferredto Ophthalmology Servicesin James Cookandisalso being reviewed
regularly by a paediatrician so that any ongoing health issues will be addressed.

Social Care

A is not registered as a Child in Need with the local authority and we are working with the Early Help
Team to support the family. The child is socially excluded, has no friends and spends any free with
parents and other adults.

Education

A has significant learning disabilities and has not met any of the expected development milestones. They
had a SEN Statement which - in the new school - was being transferred to an EHC Plan. However, the
document had failed to address the emerging health and SEN needs associated with the brain injury. We
contacted the school to arrange a meeting which we attended with Dad to help him to explain the child’s
needs. The professionals present were shocked at the issues we had identified and how they would
significantly impact upon the child’s learning without appropriate support. Interestingly the child’s
teacher felt A’s problems all now made sense! These issues have now been built into his EHC Plan.

Thefamily arealso now receivingemotional supportand regular visits from the Family Support Worker.
Dadisnowreceiving Psychological TherapyforhisPTSDandheis receiving 1-1 emotionaland practical
supportfrom us to help him move forward. He hasa SupportPlan with us and he is working towards
some identified goals. The family told us:

“We are so happy to have found this service. We are getting so much more help and support — more than we
have had in 11 years. You are not only helping us but you are helping our child.”
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Case Study 2-B

Bis 11andwasinvolvedin aroadtrafficaccident. They sustained atraumaticbraininjury. Sincethe
child’s discharge from hospital to home several months ago, the family have had no help or support.
They did not understand what had happened inside their child’s head and this has significantly
impacted upon the health and wellbeing of both parents; particularly Dad who is showing signs of
PTSD and severe anxiety. Mum was becoming depressed worrying abouteveryone else. The family
were referred to us for help and support by their solicitor.

B was born a normal healthy child following a normal delivery. The child was bright and attained high
gradesin the Yr6 SATS.

Health

We met with the family at home and with the parents and the child and we completed a brain injury
assessment on the child. The child also lacked awareness and understanding of the effects of the brain
injury. Their perceived themselves to be ‘fine’ which is inaccurate. The assessment identified lotsof
issues and risks and potential issues that may yet emerge. The family now understand how their child’s
brain injury is affecting their child and are aware of the dangers and risks they need to manage.

Working with medical professionals we explain the mechanics of the brain injury and how that relates
to the changed child they now have. Our assessment also identified a number of medical issues that
were not being treated. We discussed these with the paediatrician and medication has now been
prescribed and other emerging issues are being addressed.

Education

B returnedto school forafew weeks before the summer holidays with no supportin place. Nordidthe
school understand the child’ changed needs. We discussed our concerns with the family. We also
discussed these with the Consultant who agreed with our concerns.

We contacted the school to discuss the child’s changed needs and other safeguarding issues. The
consultantandthefamilyagreedthatthechildcannotreturntoschooluntiltheseissuesareaddressed
and the new SEN needs are supported effectively.

The meetingwasheldafewweeksagoand Bhasnow returnedto schoolonreduced hours. Thesewill
increase slowly overthe nextfew weekswhilstmonitoring theimpactsandrisksonthechild. Thegoal
is to get B attending school for normal hours whilst ensuring they are participating fully and getting
the most out of school. The school are now fully aware of the child’s needs and a detailed risk
assessmentisnowinplace. Regularreview meetingshappeneverytwoweeks. Feedbacksofaristhat
the child is reintegrating well and is now attending school for an extra hour each day.

Feedback

From the school to the parents

“They know so much. We didn’t know anything. We have never had such detailed information about any child
returning to school after an accident or injury. It was really helpful. We will set up reqular meetings to review
progress.”

Social Care
The child has not been referred to the Children with Disabilities Team and we have helped the family
to apply for DLA for the child.

The family are now receiving regular support visits from us and Dad is now on medication prescribed
by his GP and he has been referred for Psychological Therapy.

Feedback from the parents - We don’t know where we would be without you. You have told us about so
many important things we weren’t even aware of.
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Case Study 3 -C

Cis 6 years old and was born following a normal delivery with no complications. C had been a healthy
baby and toddler. Mum contacted us and self-referred the family. She was in a desperate mental state.
We responded immediately and visited the family.

Although this mother was extremely distraught, she was very open about all the complex issues
surrounding the family and the events pertaining to the child’s accident. She was also extremely anxious
because she was being blamed for the child’s behaviour by Social Services.

With Mums help we compiled allthe reportsandinformation she had and weinvestigated the eventsthat
had occurred.

It transpired that the child had been involved in a road traffic accident when aged 4. They sustained
significant head and other physical injuries; including multiple brain bleeds. They required emergency life-
saving abdominal surgery and transferred under blue lights by road ambulance to Newcastle. The child
was critically ill and remained in PICU for several days post-surgery; before eventually being transferred
back to James Cook University Hospital.

Health

In the discharge letter, the Paediatric Consultant had provided information about the brain bleeds and
had stated that the child had gone on to make a good physical recovery. There was no mention of the
neurological impairments caused by the serious brain injury that had been sustained.

At the time of meeting this family which was almost two years after the accident, this child had not
received any neuro-rehabilitation to support his ongoing neurological recovery.

Social Services

Mum told us that a social Worker had been appointed and had attended several MDT meetingsin James
CookHospital, atwhichthechild’sinjuriesand needs were discussed. The personwasalso presentatthe
Discharge Planning Meeting.

Post discharge, none of the services that were promised to the family were provided. Nor was any
physiotherapy or occupational therapy provided.

When Mum questioned this, the Social Worker had stated (many times) that the child was fine and there
was nothing wrong with him. As such they were not entitled to receive any additional services.

We attended a meeting with Mum and the Social Workers present confirmed that the council were
considering having the child removed but as circumstances had changed at home — the decision to
proceedwascurrentlyonhold. Inthatmeetingweobserved one social Workerto be very aggressiveand
confrontational towards Mum.

When we stated why we were now involved with this family the tone of the meeting changed. We had
asked a number of questions, such as:

a) The council were aware that this child had an acquired brain injury? NO

b) Is the child under the care of the Children with Disabilities Team? NO. They refused the referral
because the child does not have a disability.

¢). Has Mum had a Carers Assessment? NO

d) Is Mum receiving any Carers Benefits? NO
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The council eventually acknowledged that this family had indeed been through a traumatic ordeal and
they now accepted the child has sustained a serious brain injury. However, because of personal
prejudice from several Social Workers, it was felt the family had not received fair treatment. It was stated
that, “when this desperate mother was appealing to us for help; we had turned and attacked her and
beaten her with sticks™

Working alongside the council staff, we were eventually able to have this child referred to the Children
with Disabilities Team.

This traumatised mother had been treated appallingly. She had a serious mental health condition and
had simply been ‘left to get on with it.” She had no family support or access to any other emotional,
psychological or social support. To add to an already stressful situation, Social Workers and Child
Protection Services, and the child’s school were all punishing and blaming this mother for the
aggressive behaviours of the child.

Child Protection Professionals

Despite a range of Child Protection Professionals being involved with this family; the traumatic
experience Mum had suffered; and the significant brain injuries the child had sustained; none of these
issues were taken into account. Mum was not listened to and a braininjured child’s needs were ignored
for almost two years.

We were asked to submit a report for a Child Protection Review Conference. The Chair reversed Social
Services decision to have the child removed. They also requested that we submit a copy of our report,
alongside a formal complaint to the Director of Children’s Services.

Education

The child was not meeting the expected development milestones and was behind at school. This was also
confirmed in their end of year school report. Concerns had also been raised about the child’s ongoing
development by the nursery. Despite Mum telling the school about the child’s brain injury, the school did
not deal with anything and this child’s complex needs were not being met or supported. As such this
child ended their first year at school significantly behind ther peers.

Schoolstaffwerealsovery prejudicedtowardsMum, duetothefamily background, whichalso negatively
influenced the Child Protection proceedings.

Although Mumwas mentally ill, she had consistently tried to fight for the needs of her child; buthad been
failed at every turn by statutory bodies. However, the person the suffered the most was a vulnerable
braininjuredyoungchildwhose complexneedswereignoredandremainedunmetfortwoyearsbyevery
adult within multiple statutory agencies that were involved in the case.

We understand a serious case review took place.
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Case Study 4 - D

D is a 13 and was referred to us by an Early Help Team. The child is now involved with local Police and
the local Youth Offending due to the anti-social behaviour being demonstrated.

The child was born healthy, following a normal delivery and without any complications. They hit all their
early expected development milestones and Mum says they talked and were potty trained before the age
of one. Despite being involved with CAHMS for many years nothing had improved for this child.

This child is very bright and excels at maths and activities that play to his exceptional practical skills. i.e.
building flat pack furniture; car mechanics etc.

Ithastranspiredthattheindividualhadsustainedaheadinjurywhenhewasababywhichcausedaseizure
and a hospital admission. At that point, the family were referred to us by the local authority early
help team. We learned that the child had actually incurred three separate head injuries before the
age of 8. Unfortunately, as each injury was dealt with in isolation at the hospital, any potential damage
caused to their developing brain by previous head injuries have not been considered in this child’s
ongoing development.

Approximately two years ago, D started to demonstrate completely changed behaviours. Since then
they are becoming increasingly anti-social and aggressive and issues are escalating in nature and
seriousness. The child has no emotional responses, fears nothing and lacks understanding of their
actions, consequences and reactions by others.

Inthelast12months, Dhasbeenexcludedfromfoursecondaryschoolsandabehaviouralassessment
unit. They are now being temporarily home schooled. They have no good friends and is socially
excluded. Mum says the child is asking his mother to please get the child some help.

We discussed the three childhood head injuries with Mum and completed our own brain injury
assessment. We then discussed the results with a Paediatric Consultant. This child is demonstrating
significantproblemsintheareasofcommunication, cognitionand’behaviouralandemotional’. Theyalso
have substantial problemswith fatigue, painandsleep, which areincreasing therisk factors surrounding
the child’s quality of life, academic learning, actions and behaviour. We have also learned that the
child also has significant memory problems and has a short attention span.

Concerns about the child’s mental capacity and treatment are also emerging when being questioned by
personnel from statutory bodies. There is also a consensus by a range of community professionals
involved with the family, that the child is vulnerable and at risk of exploitation by others due to his
cognitive problems.

Even more concerning is this child was leftin an extremely vulnerable position when they were dropped
off milesaway from home late at night by Police Officers after the child was released from police custody.
Mum was not informed and the child had to make their way home alone.

To date no formal acquired brain injury diagnosis has been made; nor has the child received an MRI brain
scan. This child is not currently under the care of any medical professionals, other than his GP. We
understand they were referred to CAHMS but they were not able to help. Mum states the child has never
been referred to a Paediatric Consultant who specialises in acquired brain injury; nor has the child ever
been assessed by a Paediatric Neuropsychologist.
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Health
WediscussedtheoutcomeofourbraininjuryassessmentwithaPaediatricianwhoagreeditishighlylikely
this child has an acquired brain injury. We wrote a letter for Mum to provide an overview of this child’s
case which the Consultant requested. Mum has taken this to their GP to ask for a referral to a named
Paediatric Consultant in James Cook Hospital. This child has now been seen by an appropriately
experienced Consultant.

Criminal Justice

We attended an MDT meeting at a behavioural assessment unit with Mum and Dad. Present were
representativesofanumberofagencies. Thepurposewastodiscussthechild’sbehaviouralissuesandto
exclude the child from the behavioural assessment centre. We discussed the findings of our braininjury
assessmentand weraised concerns about mental capacity issues for the child. We agreedtoensurethe
child was referred for aformal medical diagnosis to a specialist paediatric Consultant. (Seeabove).

Education

In the absence of a Nurture Room within the centre; it was suggested that the child be home schooled on
the interim until an alternative school could be sought that would meet his emerging special needs. Recent
feedback from the family is that child is working well at home with a personal tutor; they are completing
all their school work; and homework is being completed and produced to a high standard. The child is even
doing more work than was requested!

Family Support

Thefamilyarealso now receiving regularemotional and practical supportfromus. Mumis being offered
Holistic therapies to help with stress relief. We continue to support this family and provide advocacy
support for the child.

Case Study5 - E
E is 11. The family self-referred to us for help with their child.

When we met with Mum she was able to provide detailed information about the child’s brain injury, the
cause and how it has affected the child. She also had scan photographs which confirmed the severity of
the child’s brain injury. As a result of the illness that had occurred, part of the child’s brain had not grown
and developed properly. The child is in receipt of DLA. A severe brain injury had also been diagnosed
by his Consultant.

We learned that E had bacterial meningitis as a baby which had caused a non-traumatic brain injury.
Two separate medical reports had confirmed E had severe brain damage. Mum also provided us with
allthe medical and other reports that had been completed for the child. Shewasconcernedabout her
child’s changing behaviour and frequent fighting, and the family are now involved with the councils
Early Help Team. She isn't coping and her strategies aren’t working. The child’s aggression is
escalating.

The child has recently moved up to secondary school and problems are emerging with disruptive
behaviour in class and fighting. Mum is also concerned that it is not the correct school for the child. E
had spent the whole of their primary years in a specialist unit but was now expected to fit into
mainstream school and the busy secondary school environment. The child’s behaviour is also having a
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significant negative impact on the family’s quality of life and is particularly affecting the other
children living in the house.

We completed a brain injury assessment with her to determine how the brain injury mapped out against
the known deficits of ABI and the impact it was having on the child’s life. It showed the child has
significant communication, cognitive and emotional and behavioural issues. Other problems included
increased sensory problems; risk-taking behaviours; sleeping problems; fatigue and concerns about
pain. The child does not feel pain. Although Mum was aware of some issues- she was not aware of the
levels, significance and complexity of the child’s problems and what that means for the child. Our service
has helped her to understand that.

Health

We understand the child is currently under the care of a paediatric consultant in James Cook. We have
produced a report and the child is still waiting to be seen by a paediatric Consultant that will outline the
emerging problems and risks. We feel they may be far greater than the Consultant is currently aware
of.

School

We attended a meeting to discuss the child’s poor behaviour and find a solution. The child was very
disruptive in class and had frequent detentions. They were also frequently punished for not being
organised and forgetting things.

It becameclearthetheyschoolwerenotawareofthechild’sbraininjuryandtheissuesthatareaffecting
the child’s behaviour. Despite the child being in a specialist centre, their file had not been sent to the
new school so even the SENCO was unaware of the child’s needs. We shared the results of the brain
injury assessment with the school and the staff were shocked at the level of needs the child had.

Despite this child being in a specialist unit for 6 years; and missing all the expected development
milestones, they did nothaveaSEN statementoran EHCPlan. ThelastEducational Psychologistsreport
was completed over 6 years ago; indicating significant failures by the primary school. Mum said the
schoolhad saidanotherassessmentwasn’tnecessary asthey haddecidedthatthechildwasoksohadn’t
requested another one!

With the information we provided, the SENCO does not feel that this school is right for the child as they
cannot provide for his specialist needs. She stated it will take up to a year to have the child’s needs
assessed to enable them to move to another more suitable school. The child will therefore need to be
uprooted again and taken away from friends and start all over again. This will likely have a significant
effect on his behaviour again.

At the meeting, we suggested that the child be taught in a smaller group and recommended they be placed
in the Nurture Room. The school agreed to try this.

We met with the school again two weeks later. The child is now in the Nurture Group with one-to-one
support. Theschoolagreethissettingismoresuitableforthechildandbetter meetstheiridentified brain
injury needs. However; this is only a short-term solution and the child will need to be transferred to
anotherschoolthatcanmeethisspecialneeds. Thechildseesfriendsatbreak-timesandlunchtimes. An
Education Psychologist Assessment had been requested and we pointed out that they needed to
understand the complex effects of acquired brain injury to be able to effectively help this child. We
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offered to assist if it was felt necessary. Another meeting was set for four weeks’ time —which we will
attend with Mum.

The relationship between school staff and the child continued to deteriorate and following an
incident at the school, and Mum spending an evening in A&E, Mum eventually withdrew the child
citing her child’s wellbeing and safety as being more important.

Social Care

Despite the child being awarded DLA, the family do not have a social worker and child is not under the
care of the Children with Disabilities Team. His neurological disability and associated impairments
remain unacknowledged. Mum was not aware of her entitlement to a Carers Assessment and has not
had a Carers Assessment completed. Nor is she aware as to whether the child is on the council Register of
Disabled Children. Despite Mum being a single parent, the family do not have access to Carers breaks or
any other support that she should be entitled to. This would also make a massive difference to both the
child and the family.

Outcome:
This child now has an EHC Plan that includes the finding of our brain injury assessment has an EHC
Plan. This is the first time their complex needs have been properly identified and acknowledged. They
have also moved schools and to date the child remains settled in the new school.

Case Study 6 — F

F is two years old. The child sustained a devastating brain injury aged 1, which has left them with
significant disabilities and complex needs. The family were referred to us by hospital staff. We have
been supporting this family for 2 years.

During thistime theinvolvement we have had with this family has potentially helped to minimise other
potential risks for this child.

Thechild had sustained asevere non-traumaticbraininjury astheresultofasuddenonsetillness. They
spentseveral weeksinacomain Paediatric Intensive Care. Although Mumand Dad were relieved that
the child had survived -it was bitter sweet because their child is now severely disabled.

Hospital Meetings
Mum and Dad asked us to support them at several MDT meetings in the hospital and including the
Discharge Planning Meeting.

During the Discharge Planning Meeting, we suggested that as the child was now visually impaired, the
parents purchase some sunglasses to try to protect the eyes from any further potential UV harm as they
were no longer reacting to bright light. This was also important as post brain injury people can
experience increased sensitivity to light. The Consultant agreed with this recommendation.

We also asked about the appropriateness of the child’s car seat. It was stated that the car seat had been
assessed by the Road Safety Team and had been deemed safe for the child’s age and weight. We
expressed concern that it may no longer be safe for a brain injured child that was now severely disabled
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with no head control and unable to self-mobilise. Another professional agreed to check this at the pre-
discharge home visit. When assessed for the now changed needs of the child — it was found the car seat
was notsuitable.

We researched potentially suitable car seats and we worked with Dad and the OT to find a suitable and
safe replacement. We also ensured the OT approved the car seat before it was purchased. However, the
cost meant the family could not afford to buy in at such short notice. Out of the project budget we bought
the car seat for the family — without which the F could not have been discharged from hospital.

Athome, thefamily hadto adjusttoa significantly different way of life. The child they had knownwasno
longerthere. Both parents were completely devastated and physically and emotionally exhausted but
they said they coped because we were there to help them and supportthem. During the early days’we
visited them four times per week to provide emotional support and practical help.

The child now needed to regularly take a significant amount of medication that was administered both
day and night. Fwas also NG tube fed but had problems feeding and was persistently vomiting which
was really upsetting Mum and was adding to parental stress and anxiety. This continued for weeks!

F was also at significant risk of inhaling vomit — which had happened several times in hospital —and
had caused lung/chestinfections. Also, when F vomited, the NG feeding tube became displaced and
this neededtobereinserted by the community nurses. Mumwasalso concerned thatnotonce wasthe
child’s chest checked to ensure vomit had not been inhaled or checked for any potential infection.

Whilst all this was going on - we also experienced some very hot weather. We became increasingly
concerned that despite a range of professionals visiting the child every day, nobody appeared to be
concerned that his child was regularly vomiting his full feeds.

The level of daily vomiting meant the child:

a) was not receiving the nutrition he needed to keep him well;

b) thelackoffood beingabsorbed couldalso havesignificantimplicationsforhow much medicationthey
should have been given—even though Mum was correctly following the plan given by the hospital;

¢) the hot weather also meant that there was an increased risk of this vulnerable child becoming
dangerously dehydrated.

In the interim to record this we contacted the dietician to express our concerns. We also created a
vomiting chart that Mum used to record the time and how much the child was vomiting.

Day-to-day a range of NHS community professionals were visiting the child at home but as this went on
for weeks - this meant that Mum could not leave the house at all. This was also adding to her stress levels
and was affecting her mental health wellbeing. Dad works permanent nights - so slept during the day.
Mum does not drive so could not have any time away from the child or the house.

With so much pressure on Mum, her wellbeing started to suffer. We could see that she needed a break
— but with so many appointments for the child - it was impossible. Mum had become a prisoner in her
own home. We asked the professionals to also consider Mums needs and asked if they could align their
visits so that Mum had the opportunity to have a break and go out with us.

The GP didn't visit to see how the family were coping. Both parents knew very little about their child’s
brain injury and had been provided with very little information. We provided the information they
needed to help them to understand.
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Social Care - Children with Disabilities Team
F had been appointed a Sensory Loss Social Worker from the above team. The Social Worker also

worked closely with a professional form Continuing Healthcare Team. We learned that the role of both
professionals was to assess need and make recommendations to a Panel to commission care services for
the child. They told us neither knew anything about acquired brain injury and its complex effects.

TheMDT meetingshad notermsofreference—so parentswereunclearastothe purposeofthe meetings
and whatshould have beendiscussed. Shockingly every detail of this family’s life was discussed openly
with everyone present. Mum withdrew from the meetings and would not participate preferring to stay
at home with F. During these meetings, there were times when what was being discussed was humiliating
for Dad. The professionals present, did not pick up on this.

Parents were also asked to make important decisions for their child’s needs with no prior warning that
this was to be discussed. Nothing should be discussed at a meeting without the parents knowing in
advance and giving their permission for this to be discussed. Whilst we acknowledge that the disabled
child needs to be appropriately safeguarded; this does not mean that statutory bodies can trample all
over every aspect of their lives.

Every aspect of this family’s private life was discussed in front or every professional who attended - and
whoever else was shadowing them that day! These meetings should have been planned so that issues
were discussed only with those who needed to know. At times Dad felt very uncomfortable,
disinterested and emotionally detached from the whole process. When he was unable to make an
informed decision, he just agreed with whatever was being suggested — whether it was right for his child
or not.

Although we acknowledge that a vulnerable child needs to be appropriately safeguarded — in the
community MDT meetings, consideration should also be given to the human rights of the parents for’a
private and family life’. Parents should be provided with the Terms of Reference so they know the
purpose of the meeting. They should also be provided with an Agenda before the meeting so they know
what will be discussed about them and who will be present. Not every community professional should
know everything! Parents should beinformedinadvance of any decision that needsto be taken—giving
themtimetofullydiscussthoseissuesin private. Theyshouldalso be provided withenoughinformation
to make an informed decision — rather than be put on the spot and expected to make an immediate
decision.

This is also where parents need to be better informed about their child’s brain injury, prior to discharge.
How can parents make informed decisions at these meetings — when they don't understand what has
happened inside their child’s head?

How can they keep their child safe — when they don't know what the potential risks are?
How can a hospital Consultant effectively manage the complex needs of a brain injured child living at
home —when they do not see them regularly - and the community professionals are not alerted to serious

threats and risks that should be reported back to the consultant?

Thetreatmentthisfamily received from a range of professionals fromdifferentagenciesinvolvedinthe
case, significantly exacerbated family stress and pressure within the family unit which was completely

unnecessary. The needs of this child are changing constantly and F has required further surgery. We

continue to support this family and will do so for some time to come.
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8.0 OUTPUTS

8.1 Inthefunding application we also said we would deliver the following:_

Families

e Improve family relationshipsin 20 families
¢ Reduce/improvedmentalhealthissuesfor30parentcarers
e Improvepersonalhealthandwellbeingfor30parentcarers

Children and Young People

Improved outcomes for children and young people recovering from acquired brain injuries

8.2 Todatewe have supported 55 people that have been affected by acquired brain injury. These were
eitherchildren,youngpeopleortheirparents. Everychild’scaseisuniqueandtheneedsoftheirfamilies
are both complex and diverse. Working with these families is very time consuming.

8.3 The projectinitially got off to a slow start but now we are up and running and as other services become
more aware of us we are receiving more referrals. We are also starting to receive referralsfrom
Darlington, Stockton and Hartlepool. A shortage of funding and limited staff resources is now
constraining how quickly we can reach all of these families.

8.4 55% of all our referrals have lived in Middlesbrough, Redcar and East Cleveland as this was where we
prioritised the promotion of the project. The remaining 30% were from across the Tees Valley area and
North Yorkshire with approximately 15% from Oxfordshire, South Shields and Gateshead. A further
breakdown is shown in the table below.

Home address of clients referred

o 3 o o >
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8.5 Atthepointofwriting thisreport, 68% of the people we have supported to date live indeprived areas;
meaningthesechildrenare predictedtohave poorer outcomespostbraininjuryandarelikely tosuffer
more than one brain injury.
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Deprived area resident

32%‘

B Families living in the most deprived areas

68%

B Families living in the least deprived areas

8.6 All of the Families requested Family Support (but many also requested help and support for their children)
and Case Management work either for their child or to help with other problems the family were
experiencing. The percentages are shown in the chart below.

Services requested

120% 100%
100% .
20% 63% 68%
60%
40%
20%
0%
CASE FAMILY SUPPORT  CHILDREN AND
MANAGEMENT YOUNG PEOPLE
SUPPORT
8.7 Someoftheotherissueswe have supported braininjury familieswith through our Case
Management work were that were external to this projectincluded:
e Housing
e Debt

¢ Domestic Violence

e Immigration issues

¢ Benefits applications

e Benefits appeals

¢ Youth offending

e Education issues

e Child protection issues
¢ Transport

Legal issues

8.8 Our involvement in these issues was important as other agencies have been unable to explain
acquiredbraininjury anditsimpactsonthechild/family; or have beenunabletoadvocateforthe
needs of the child or their family due to a lack of awareness and understanding.

8.9 We arealso pleased to report that during the lifetime of this project we have made some efficiency
savings by finding alternative ways to successfully deliver the project. This has proved to
deliver better value for money without diminishingthequality of servicewe provide.
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We havealso collected a lot of data whichis collated and compiled into an evidence and data report
thatis updated quarterly. Thisincludes quantitative information on the families including: where
thereferraloriginatedfrom, reasonforreferral, wherethefamilylives, deprivation, ages, ethnicity,
siblinginformationandalso qualitative data such as wellbeing scores, feedback on the experience
of receiving our services, and data on service provision such as number of visits, hours of support
providedandtheissuesthatwerebeingexperiencedbythefamilies. Thedataisevidenceweuseto
report on the effectiveness of our service, the direct experience of the families and the cost
effectiveness.

OUTCOMES

Where did our referrals come from?

Initially, the largest proportion of referrals came from families themselves; followed by either James
CookHospital orother Voluntary Community organisations. Morerecently they arecomingfrom
local authority early Help Teams or other disability services as they become more aware of Matrix
and our services. Inresponse, we are now seeing an increase in the numbers of referrals.

Unfortunately, we did not receive any referrals from GP’s. However, when we ask parents how much
their GP understands brain injury; they say very little. They also say that GP’s tend to refer these
children to CAHMS; whether it is appropriate or not. We think this may be due to a lack of
understanding of the deficits of acquired brain injury and the complex effects that impact on child
development, health and wellbeing.

Interestingly, we did not receive any referrals from NHS Community professionals despite them
being made aware of our services.

Sources ofreferrals:

Sources of Referrals

Other

VCS Orgsanisation
Family/self

Local Authority Teams

NHS Community professional

GP

Hospital

0% 5% 10% 15% 20% 25% 30% 35%

As described in the initial funding application we have developed a range of self-assessment
questionnaires that parents complete at specific periods in time. These cover Family Relationships;
Personal Health; and Personal Resilience. A baseline assessment is undertaken as soon aspossible
and comparisons are made on an ongoing basis. We have also developed an outcomes wheel to
compare before and after results. This data can also be presented using comparative scores. Using
this information, we can report on the effectiveness of our service.
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9.6 Notably, as shown in the table below, from their initial baseline scores the biggest areas we have
improved or maintained are in Family Relationships and Personal Resilience. If thisis related to the
known impacts on the family (as stated in 3.23) itis clear we are startingto makea positiveimpact
onfamilies; despite someother significantissuesthey havefaced.

9.7 Our services also aimtoimprove the health and wellbeing of parent carers. The same five families
were selectedasbothforthebeforeandafterscores. Duringtheperiodthatwehavesupportedthem,
some have also faced additional adversity for a range of different factors.

9.8 When reflecting on
¢ the Case Studies
e considering what the families of brain injured children are dealing with on a day-to-day basis; and
¢ howthey tell us they feel they are treated by statutory bodies

Wherever we have maintained a score through any additional adversity they have faced, it should also
be considered a positive outcome.

9.11
NEW PARENT CARERS PARENT CARERS
BASELINE SCORES LATEST SCORES
OTHER
NEGATIVE
Health | Resilience | Family Health | Resilience | Family
Max Max Max Max FACTORS THAT
score Max score score Max score HAVE
FAM 10 score 10 10 10 score 10 10 OCCURED
PTSD
1 3.73 3 7.75 3.65 5.29 7.67 | DIAGNOSIS
2 4.69 6.14 7 6.96 6.79 7.17 | BEREAVEMENT
3 5.73 1 9 5.54 6.71 9
4 3.92 3.58 3.92 4.92 5.5 4.8
5 6.29 5 9 5.73 6.86 9

9.9 Our services have helped to improve family resilience and interpersonal relationships within the
family. We help to create a more positive and healing/rehabilitative atmosphere so parents can
cope with ongoing changes that will likely continue to emerge over time.
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We set fouraims for this project—as outlinedin bold below—and we are pleased to state that we have
achieved Aims 1, 2 and 4. For each Aim, we have provided more detail to justify how this has been
achieved.

Aim1

The creation of and effective new community based service aimed at supporting parent carers with
a view to improving mental health and building family resilience to cope with the impacts of
acquired brain injury in children and young people.

Our project has been successfully implemented within the given timescale and has become a valued
service not only for child brain injury families, but also other health and community professionals as
reflected by the growing number of referrals we are now receiving.

Aim 2

Improved mental health issues in parent carers;

We have demonstrated the difference we have made to parents through our Family Support Work as
shown at paragraph 7.12 and 8.3. When we first meet families, they are all in a desperate state with
many demonstrating severe anxiety and emotional distress. Our service has been successful in
supportingfamiliesdealingwiththeeffectsofayoungpersonwithacquiredbraininjury. Wehavebeen
effectivebyworkingtoensurethatthewholefamilyissupportedinwhateverwaythey needtoensure
thattheyareallableto participate successfully in their community, achieve the best health outcomes
which are possible for them, access information, training and education and individually and
collectively maintain their overall health and wellbeing.

When we analysed the feedback from parents and carers the trends were as follows:

MENTAL & PHYSICAL

HEALTH ™
PERSONAL

RESILIENCE ™
FAMILY

RELATIONSHIPS ™

To demonstrate how we did this, we thought it would be useful for you to hear some of the comments
parents have made regarding this project.
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PARENT COMMENTS

“I really felt listened to and you cannot know just how important that is to me. I’'m sure you recall
just how frustrated | have felt in living through this experience. It was so unnecessary.” LN

“Thank you for your valuable help. You have been very kind and have put us in touch with the
right people. You do wonderful work for head injured people and you understand them.” WKJ

“We appreciate your input into our lives. Now things are slowly turning around for us”. VK
“It is a refreshing change to speak to someone who actually ‘gets it" and knows what | am talking

about. We have been left in limbo and despair for many years. | cannot explain the massive
difference you have made.” DA
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“We are so happy to have found this service. We are getting so much more help and support —
more than we have had in years.” RG

“The therapies you provide are really beneficial and | now get time to relax which is really helping
me.” SC

“We can’t believe the amount of work you have done for us. We appreciate it all”. Anon

“Thank you for giving up your time today. God knows how we could have got through this
without the support of Matrix. We would be lost without your help and support. It finally feels
like we are on the right track. We cannot thank you enough. W/

Aim 3

Provision of a coordinated approach to support faster and improved hospital discharge for children,
young people and their families who are now coping with a ‘different’ child. (A child living with
neurological disabilities and acquired special needs)

From the feedback we have received from families our project has made a difference to them by:

o facilitating access to joined-up services through our Case Management Work and

¢ by providing advocacy, information to increase knowledge and understanding, advice, and support.
This has meant there is less stress and emotional hardship within the family as they know that their
child is getting the best help possible.

Through our self-assessment forms Parents have told us that their family resilience and interpersonal
relationships have improved and there is a more healing/rehabilitative atmosphere and with our
support, improved ability to cope withongoing changes thatwill likely continue toemerge over time.

It is also important to note that Toxic Stress in the latest term being used to describe the main factors
within ‘troubled families’. Poor child behaviours related to brain injury is not as the direct result of toxic
stress; although when parents are struggling to cope there may be an element of this. There is a real
danger that in brain injury families, parents will be ‘labelled” under this banner. Toxic stress within brain
injury families may be another ‘symptom’ of a child’s brain injury that the family are struggling to cope
with. Inthese circumstances focussing purely on a‘Toxic Stress’ atmosphere will NOT solve the problem
for these families.

When we ask our parents’ what will make the biggest difference to your life? They say “help my child;
because nobody else does. They justdontunderstand.” Inchild braininjury families, the only wayto
engender change withinthe‘troubled’ family unit, isto provide effect solutions tailored to the complex
rehabilitative needs of the brain injured child. This will not happen if the child’s needs are not
understood in the first place.
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Aim4

Provision of long-term support for families of children and young people who are now living with
a life-changing long-term condition.

Ourservicesarealsomakingadirectdifferencetothechildrenreceivingcare, as, they getbetter, more
regularand tailored support thatis tailored to their needs. However, thereis much more that Matrix
can do to help improve their ongoing recovery and improved neurological functioning. We will be
seekingadditional funding to roll out more support services particularly for those children and young
people who are socially excluded; are struggling with their recovery; where the brain injury has
impacted on their ongoing development and neurological functioning.

STATISTICS ANDDATA

The ages of the children and young people we have assisted were:

Child Ages
OVER 25 I
18-25 Em
14-18
10-14
5-10 SE———
2-5
0-2 I
0% 10% 20% 30% 40%

10.2 Ofallthe children and young we have helped 79% were male and 21% were female.

10.3

Sex of brain injured child

21%

79%

B MALE FEMALE

Of all the parent carers we supported 33% were male and 67% were female. We found that it is
generally the females that tend to take on the main caring responsibilities for the brain injured child.
Many are unable to work because they are frequently called to school to deal with the behaviours of
their child; whose acquired learning disabilities arising from their brain injury are not recognised or
supported by the school inthefirst place. Parentsare therefore constantly on stand-by. When these
childrenareexcludedfromschool; theyareunabletowork becausethey needtostay hometocarefor
their child. However, it seems all parents with cating responsibilities for brain injured children are
unrecognised and unsupported and the majority do not receive any carers benefits.
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Parent Carers Supported

MALE FEMALE

10.4 Matrix setoutto makea real differenceto families so we asked or families to tell us if we were. We
received somevery positive feedback, asshowninthefollowingchart. They said:

How we are making a difference
| FEEL MY CHILDS NEEDS ARE BETTER UNDERSTOOD
| AM ABLE TO RECEIVE WHAT | AM ENTITLED TO AS A CARER OF...
| AM HELPED AND SUPPORTED TO SOLVE MY PROBLEMS
| FEEL LESS AFRAID, BEWILDERED AND ALONE ON THIS JOURNEY
| NO LONGER GET CAUGHT IN A SIGNPOSTING LOOP BECAUSE I...
| AM BETTER ABLE TO COPE WITH EVERYTHING ELSE THAT IS...

FEEL THIS SERVICE IS MAKING A DIFFERENCE TO MY HEALTH...
| UNDERSTAND MORE HOW | CAN CONTRIBUTE TO MY CHILDS...
| AM BETTER PREPARED FOR MORE CHANGES THAT MAY...
| UNDERSTAND MORE ABOUT THE COMPLEX EFFECTS OF THE...
| UNDERSTAND MORE ABOUT BRAIN INJURY
| FEEL MY VOICE IS BEING HEARD
| FEEL | HAVE SOMEONE TO TALK TO WHO UNDERSTANDS MY...
| FEEL LESS STRESSED AND ANXIOUS

o
X

20% 40% 60% 80% 100%  120%

10.5 Case ManagementService

The need for a Case Management service emerged very early. There are two aspects to Case
Management that have emerged. Type A is for the child. Type B is for the family.

Type A

Families had so little information, awareness and understanding of acquired brain injury they were
unable to advocate for and explain to other people, the complex needs of their own child. Parents were
then not listened to and frequently told “there is nothing wrong with them” by unknowledgeable
professionals. Also, whilst they aware of the current symptoms the child was portraying now; they
were unaware of other factors that may be contributing to those factors; they lacked awareness of
existing risks to their child; and did not know about other potential issues that may yet emerge as the
child grew and developed. This is important information that they need to know and was the reason
for creating the brain injury assessment tool. All our Case Management work was done on a voluntary
basis by our Chair. As a result, families now have an increased understanding of all the factors
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pertaining to their child’s brain injury. Our Case Management work not only helps the child; it also
supports the parents by helping them to solve a range of other issues affecting the family. More
information is provided at 8.7 in this report.

Type B
Thisismorerelatedtotheproblemsthe parentsarehavingwhichisalsoimpactinguponfamilyanxiety
and pressure. Where parents havelimited emotional resourcesthemselves, it makesithardertodeal
withtheirownresponsibilitiesandtosolvetheirown problems; whichthenexacerbatesstressfurther.
Throughthistype of CaseManagement, theissueswehavesupported parentswith, orhelpedthemto
access professional services include:

e Housing

e Debt

¢ Domestic Violence

¢ Immigration issues

e Benefits applications

e Benefits appeals

e Youth offending

e Education issues

¢ Child protectionissues

e Transport
Legal issues

There is also a lack of relative and appropriate educational material available to parents. We say
appropriate because most of the other charities provide leaflets and other genericinformation that
have been written by academics, and are too‘wordy’and lengthy for parents; so, parentsfind them
unhelpful. Parentswanttoknowabouttheirchildandtheirchild’sbraininjury; not what might be.
They do not want to know how a brain injury affects somebody else’s child or receive generic
information that does not directly affect their child.

Through our Founders lived experience and by talking to parents we have determined what
parents bothwantandneedandinwhatformat. Weappreciatetheyhaveverylittlefreetimetoread
lengthy leaflets, book or other documents so we produce what is appropriate for their needs. Our
animated DVD is five minutes long and tells parents and children everything they need to know,
simply, clearly and succinctly.

Brain injury assessment tool

Anybraininjuryiscomplex, buttoachild’sdevelopingbrainitcreateswide-rangingdeficitsasagreed
by the Royal Society of Rehabilitation Medicine and the Royal College of Surgeons. Parentsare not
provided with thisinformation atall soto help raise awareness and help parentsto understand their
child’sbraininjury, we created anassessmenttool thatexplores all the child’s post-injury abilities.
Thistool also considers arange of other important issues that may have beenmissed by medical
professionals. To date this tool has highlighted a range of issues and medical problems that
children are living with, but not beingtreatedfor. Thismay also beduetotheparentnotknowing
becausethechildhasnotsaidanything; or because the parent didn’t know it related to the brain
injury.
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10.9 Brain Diagrams
It is crucial that parents to understand the wider impacts the initial brain injury anhaveon the
child. Children are so often diagnosed with a frontal lobe injury by consultants; when theimpacts
and deficits of that injury are wide ranging and may be significantly affecting other areas of brain
function. Weuse a range of information to builda profile ofthechild. The more information
parents have; the more they understand. With our help, parents are supported and can be
provided with appropriate activities and strategies that will help their child.

11.0 CONCLUSIONS

111 MATRIXNeurologicalistruly aninnovative children’scharity, established to provide practical help
andsupporttochildren, youngpeopleandtheirfamilieswhoarelivingwiththeeffectsofanacquired
brain injury. The founder of Matrix created the organisation because of first-hand experience of
childbraininjuryandthelack ofappropriatehelpand supportthatbraininjury familiesneed.In2010
her son sustained a severe braininjury.

11.2 Our Mission is:
“Toworktoremoveinequalitiesforchildrenand young peopleaffected byacquiredbraininjury; and
provide effective supporttotheirfamiliesthat make areal difference.” The Family Support Project
andthis projectreport has contributed towards that Mission; but there is stillalong way to go.

Incidence of acquired brain injury in children and young people.

113 It is widely acknowledged that acquired brain injury is the biggest cause of death and disability in
children and young people. The incidence of paediatric traumatic brain injury alone exceeds all
other neurological disabilities as shown in the table below. A study was completed by McKinley et
al, 2008; McGuireetal, 1998. Areportentitled, "Nobody made the connection” was produced for

the Children’s Commissioner in October 2012 and states:

The reported prevalence rates amongst young people in the UK population per disorder are:

Autism 0.6-1.2%
Learning Disability 2-4%
ADHD 1.7 -9%
Dyslexia 10%
Traumatic Brain Injury 24-31.6%

The Children’s Commissioner is now calling for better treatment for children and young
people who are living with an acquired brain injury.

Discrimination faced by brain injured children and their families

114  Throughout this report we have highlighted how brain injured children, young people and their
families face discrimination everyday due to a lack of understanding by staff across a range of
statutory bodies whose role should be to help and support them. This cannot continue and public
bodies must accept acquired brain injury as a recognised disability in children and find a way to
provide for the needs of these families accordingly; across all aspects of health, education and social
care. Only then will children and young people achieve better outcomes. When brain injured
children are refused Education Health and Care Plans — unless the child had sustained a physical

disability or has sensory loss - then they are being prevented from ever achieving a good long-term
© MATRIX NEUROLOGICAL: FAMILY SUPPORT PROJECT REPORT OCTOBER 2017 42



115

11.6

11.7

MATRIX %

outcome. These children need help and support not exclusion and punishment. Their parents should
also be receiving Carers Assessments and Carers Benefits for the significant caring role they
undertake and the acknowledged importance in helping to deliver good outcomes for their child.

System failure
Based on the reported incidence of traumatic brain injury as highlighted in the ‘Nobody made the

connection’report; and the ONS child population statistics for the Tees Valley that indicates

theremay be 50,844 children and young people livingin the Tees Valley whose complex needs are
not being met. High levels of deprivation and poverty will also have a significant impact on the
numbersof childrenliving with the effects of an undiagnosed TBI. This is both unacceptable and
discriminatory. All agencies need to come together to address this significantissue. Matrixisinan
ideal place to make a significant contribution towards reversing this trend.

Lack of tailored neuro-rehabilitation provision and support for children and young
people

Probably the most significant factor that is not acknowledged across all multi-agency professionals,
is the child’s potential for regaining lost skills and abilities post brain injury with appropriate levels
of support. However this is much broader than the ususal physiotherapy
and Occupational therapy. Oldschoolthinking by medical professionals thought that as
children’s brains were still developing and by being in the school environment, children would
naturally regain lost skills and abilities. They now know thisto be untrue; and agree that children need
a level of support tailored to their individual needs and neurological deficits to maximise their
potential. Unfortunately, this does not happen across any sector. Parents also play a key role in
facilitating good outcome post brain injury; however, they are not provided with the information and
tools they need to achieve this. Matrix provides an exciting opportunity for the Tees Valley to show some
national leadership and worktoimprove service provision for brain injured children and young people.

Impact on families

Research shows that ABI has a significant psychological impact on families; which result in a range of
problems and poor outcome for a child or young person. The need for the project originated directly
from service user experience, has been confirmed by regional specialists and our previous project
beneficiaries, and reaffirmed by national and regional research. Thisis now also being confirmed by the
number of referrals we are receiving.

Improved wellbeing

Brain injury families suffer discrimination and other mental health issues, unnecessarily. As one Case
Study showed, parents are ‘beaten by sticks’ by the organisations that are supposed to be there to
help them. Ultimately our project aimed to improve family wellbeing and resilience and improve the
rehabilitation process for the child. We are now starting to address poor health and developmental
outcomes in children and improve mental health in parent carers. These problems particularly affect
people from disadvantaged areas as they experience higher risk and incidence of brain injury and
demonstrate poorer rehabilitation outcomes (Lequerica and Krch, 2014). The results from our
parent self-assessment forms show we are doing that; but much still needs to be done to support
parents and achieve improved outcomes for brain injured children.
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Need for our services

We have continued to consult with families, Consultants and nursing staff and all agree there is a
huge need for our services. Some families have stated that for the first time in 11 years we are being
supported by people who understand. Families confirm this in their statements shown in section 9.18
and 10.4. Also, paediatric consultants and nurses have stated need as being:

NEED for MATRIX

FAMILY SUPPORT SERVICE HIGH/V HIGH

CASE MANAGEMENT SERVICE | HIGH/V HIGH

SERVICE NAVIGATION HIGH/V HIGH

We know that NHS Consuitants want to see better outcomes for children and young people post discharge too.

We have always said that the NHS and other public, private and third sector organisations do not
meet all the needs of a brain injured child and that good neuro-rehabilitation provision is much more
than is currently provided by any sector. If what was currently being provided was fit-for-purpose,
families wouldn’t be left in the position they are; so many young people would not be incarcerated;
andchildr enwould be achieving better outcomes postdischarge. To deliver improved outcomes for
children and young people, it is essential that neuro-rehabilitation services:

e that the effects of an acquired brain injury are properly understood

e are designed by children, young people and their families; not professionals

e consider ALL the needs of both the child and the wider family

e addsignificant value to existing NHS services

e provide a baseline assessment through which to monitor changes in children and young
people; which may not otherwise be identified, supported and acted upon

¢ helpto create better long-term outcomes for brain injured children; not just treat the current
symptoms

e ensurechildrenandyoung people are referred backinto NHS services to receive treatment for
any new/missed or emerging medical issue where appropriate

¢ help minimise unnecessary stress and parental burden by keeping parent carers both educated
and well through well-designed services based on a sound understanding of their needs and
less judgemental views.

Consultants are also telling us that our brain injury assessment tool provides a helpful overview of the
needs of the child which then enables them to get the best out of medical appointments; target
interventions; prescribe medication; or refer children on to other services in James Cook Hospital. i.e.
Ophthalmology; Audiology etc; thus, making a real difference to the lives of brain injured children.

Criminal Justice

The study undertaken by NHS Scotland and the Scottish Prison Services highlights the prevalence of
traumatic brain injury within the prison population. Case Study 4 highlights how improved
understanding of a child’s needs and with the right help and support, children may respond better. If
the child is engaged and stimulated in a way that is tailored to their individual needs, it may also steer
the child away from criminal activity. If we stop punishing brain injured children for a hidden disability
that they (and their parents) often can't explain, and provide tailored help and support to help them
achieve; it may channel the child’s frustrations into more productive activities that may lead to
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improved outcomes and a meaningful contribution to society as opposed to frequent contact with the
criminal justicesystem.

Schools

Brain injured children and young people often struggle in schools due to a lack of understanding by
teachersand support staff of their complex needs as well as associated risks related to neurological
deficits. These children also often have undiagnosed sensory needs which inhibits their ability to
filter out other distractions which then impacts upon concentration and other skills needed for
learning. Creating the right environment for a brain injured child to learn is key to minimising
the risk of behaviour issues and emotional outbursts. Nurture rooms appear to work with this
cohort. Theyhave small student numbers; and 1-1 or 1-2 SEN support seems to work well.

If Nurture Rooms were made available for brain injured children regardless of their age, they
may be able to stay in mainstream schools and achieve academically. Professionals need to look
atthe emergingissues from the child’s perspective rather try to fit square pegs into round holes
and ignore the complex needs of these children.

There are three important factors that influence a child’s successful integration/reintegration into
school postbraininjury. Oneisunderstandingwhathashappenedinsidethe child’shead; secondis
whathaschanged; andthirdisunderstandingtherisksassociatedwiththedeficitsthechildnowhas.
Our braininjury assessment tool enables schools to better understand the needs of these children,
that as our Case Studies show; are often overlooked and misunderstood by Education Psychologists;
CAMHS and other professionals. Often their assessment tools are not appropriate for brain injured
children and young people.

For example, a brain injured child we are supporting has recently had their reading age assessed.
The school were delighted to discover that they had an advanced reading age. However; what
the test did not pick us was that whilst the child could read the words; they did not understand
what they had just read. The passage was meaningless. As such this test is not appropriate to
identify the needs of a child with an acquired brain injury.

RECOMMENDATIONS

ThatMP’s note thefindings of this report and take this forward to review and improve services for

brain injured children and young people; ensuring they are not signposted to inappropriate mental
health provision.

That public services pool resources to continue to fund this much-needed and ground-breaking
service, with the addition of Case Management Workers and some p/t admin support. This
proposal will be more cost effective for funding.

That the findings are used to improve services to children and young people who are living with
an acquired brain injury and that the needs of these vulnerable children are highlighted and
prioritised.

That the parent carers of brain injured children are better informed by paediatricians and
provided with theinformation they needindischarge letters to enable parentsto properly carefor
their child; be aware of the potential risks; and make informed decisions in the community based
on their child’s needs. This information will also assist community professionals to recommend
and commissionthe most appropriate service for children and young people.
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That paediatricians and GP’s are better trained in understanding acquired brain injury and its
ongoing complex effects ona child’s developing brain anditsimpactondaytodaylife. Only then
will children and young people receive a referral to the most appropriate service.

Thatsystemsareimplemented in A&E departments to record the number of headinjuries children
have sustainedandflag up to paediatricians where more than onehead injury has been sustained
in children.

Thattheincidenceof paediatricacquiredbraininjuryissignificant enough to be prioritised in the
Joint Strategic Needs Assessment of all local authorities, so they can plan for the current and
future health and well-being needs of local neurologically impaired children, young people and
theirfamilies, andtoinform the commissioning of health, wellbeing and social care services.

That children and young people who are living with an acquired brain injury are included on the
Register of Disabled Children to help to remove the discrimination they currently face.

That children and young people living with an acquired brain injury are recognised as a Child in
Need because of their neurological deficits and be accepted for an EHC Plan accordingly.

That Police, and other public bodies who question children and young people are made aware of
the complex effects of acquired brain injury and the deficits its creates to children’s neurological
functioning (physical, cognitive, communication, emotional and behavioural) and it potential to
impact on mental capacity.

That the NHS and Public Health Departments implement an awareness raising campaign about the
significance of head injuries on children; and particular, the impacts on a child’s developing brain,
to help prevent traumatic brain injury.

That all the ongoing neuro-rehabilitation and support needs of children and young people are
considered during the discharge planning process across all domains; not just their immediate
physiotherapy, SALT and OT needs. Many of the impairments will continue to emerge for many
years to come; thus they need to be flagged to other multi agencies.

ReportAuthor: Jan Rock

Date:

5 October2017

For and on behalf or MATRIX Neurological
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