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Acquired Brian Injury Behind  Closed Doors:

Unspoken issues and possible solutions.
Brief Summary of the above conference organised By UKABIF.

The Conference was Chaired by Professor Barnes aimed at professionals who have an interest in Brain injury, 

The conference was well attended and there were a number of excellent professional speakers and speakers presenting talks from a personal perspective.
The varied programme about Rehabilitation and Living with a Brain Injury included:-
· Robotics and Rehabilitation
· Understanding and Managing Fatigue in teenagers following  ABI
· Hypopituitarism and other Hormonal imbalances.
· Sex and relationship problems.

· Problems with prognosis after  brain injury in children
· Alcohol  and substance abuse before and after ABI

· Crime after Brain BI.

------------
Dr Hermano igoKrebs, Ph.D Principal Researc Scientist and Lecturer, Massachchuusetts USA
Gave an extensive talk on the research that has been done in using Robotics and comparing with the Formal Rehabilitation as an improved, quicker and cost effective use of Rehabilitation for the whole body in the future. 
He gave examples of how Robotics can work. . Through out his talk, he questioned whether new and different processes ‘were Fashion or Need’.?
He quoted statistics and information about Stroke, TBI, Spinal Cord and Multiple Sclerosis, in USA Europe, Japan. 
Traditional Care assumes the brain will not formally recover and the numbers of over 65 year olds is growing and will double in the next 40 years.

Robotics are a new interactive approach to Neuro-Rehabilitation.  

It is therefore important to look at the effectiveness of varied ways of Rehabilitation in terms of Costs and Time.

-------------------------------------
Penny Weeks OT Specialist in ABI for young children and their families in Devon and runs a 6 week programme.
and Louise Poole year 11 student, They talked about understanding and managing Fatigue with Teenagers post ABI
Louise, now aged 15years, was 11yrs when she contracted Meningitis. She talked about how she has had difficulty coping with the after effects of the illness and the Hidden Disabilities she has to struggle with every day.
 They include fatigue, poor and limited concentration, the frustration of not being able to think straight. Her awareness of not being the same as her contemporaries. The need for constant revision was ‘difficult and scary’. People would think her lazy because she was not paying attention, was easily distracted and disruptive. At another time she would be more alert, able to concentrate and be involved. It was often hard for her to express her emotions and forgetting to do things is annoying for other people and frustrating for her which is difficult.
She said it was difficult for other people to understand and how important it had been for her to have her family support.
Louise asked for people to understand that teenagers with fatigue do try their best but with her memory and fatigue her life has been turned upside down. 
Penny Weeks set up Headstart in 1999 at a Community OT service for young people and their families she spends a lot of her time raising awareness of the needs of young people suffering with the varied affects ABI and offering Training sessions. She looks out  for the early warning signs in assessment. 
· How do you sleep? Sleep patterns,, concentration in waking hours, balance 

· Daily fatigue recording  0-10_for \physical, cognitive communication and irritability
· Frustration.
Penny looks at what can be done to make people like Louise’s life better. 
· Looking at previous levels of coping. And comparing 

· Pacing on Good days and Bad days.

· Learning to prioritise. Planning coping mechanisms

· Methods of relaxing.

Christophers  Story. Head Injury-A Patients Story. 

Given by Joanne Lane, His mother. 
Christopher was born in 1976 a happy lively and intelligent boy. When he was 7 years old he fell out of a tree and fractured his skull, he was unconscious for 5 days and in hospital for a month. His face was half paralysed for 6 months. He had no other problems at that time, and progressed into normal adolescence.
Unfortunately long effects began to show in his progress in education, and at A level he rebelled against parental pressure and disappeared for 4 days.
At University he started being depressed and had to sit finals twice, failing to graduate.
His girl friend stood by him through his behaviour changes. He had a good but stressful job with a lot of daily commuting. He then left his job without notice.

Having then become a freelance IT consultant, and bought a house with his girlfriend, not long after she left him.

He started getting in to debt paying the mortgage on his own, his business was in decline, .

He went to his girlfriends parents house in drag and disappeared for a week in 2003 , returning  admitting to attempted suicide.
He saw a psychiatrist, had counselling, got a new job and a new house near friends in 2004.

2007 he had headaches diagnosed as migraine by his GP.

In 2008 he committed suicide.

 After his death his parents started making investigations. They discovered from his girl friend of 4 years that he was impotent. 

They started researching, wondering if his injury as a child could be responsible, also could TBI cause Hypopituitarism .

Chris’s parents were persistent in their enquiries.into Hypopituitarism only 2 hospitals screened patients for this. His GP and NHS Direct, Nice H/I Guidelines were not able to help, they made a complaint to NICE and to the OMBUDSMAN
There were a number of missed opportunities for diagnosis

People with TBI are 3-4 times more likely to commit suicide than the general population.
Christopher’s parents pursued numerous Health Organisations in an attempt to find out if their son need have not suffered in the way he did . They received information from Mr Antonio Belli and hope this might help in raising the awareness and to have informed guide lines for Health Departments. 

Mr AntonioBELLI MD  Consultant Neuroligist,  Wessex Neurologiacal  Centre. Southampton General Hospital
The above speaker Joanne Lane and her husband were finally able to get a lot of medical information from Mr Antonio Beli. Which helped them to make Medical Authorities and Organisations  look at their guide lines for assessments following TBI over the years. 
He discussed Hypopituitarism and other hormone imbalances and explained the functions of the Pituirity Glands

Growth hormones, and their vital functions. How they can effect 
Sugar Levels, Prolactin, 

ACTH, Thyroid Stimulation.

Ovulation – testerone 

Also to keep records and communicate well at different stages of recovery referring on to other areas of specialism which may not have been appropriate earlier on .
Barbara Chandler Consultant in Rehabilitation Medicin.e, International Centre for Neuro-rehabilitation and Neuro-Psychiatry Newcastle

Talked about intimate and sexual relationships and why they are important to understand in rehabilitation after Brain injury as they are common problems. 
Dr Chandler also talked about some of the approaches to treatment. 
· Love and Trust, 
· Sharing and Commitment, 
· Sex and intimacy, 
· Planning a shared future 

· Respect. 
 are some of the important issues in change of behaviour and can be affected after TBI.

 The brain can affect the Nervous System which can involve and effect sexual behaviour and relationships.
Partners often say that he is not the person I know or married, and they are unable after a while to cope with the mood swings and changes in behaviour. They are reported to say that their relationship becomes more of a motherly love.

Research in 1991 after 4 years TBI, 50% of men had reduced had reduced sexual activity and dysfunction. A further study of 18 TBI showed role change lack of expression, and that relationships were no longer equal.

Other research by Lezac quotes how Brain injury is often a ‘family affair’ that characters change. The behaviour becomes self centred,  

· There is a lack of initiative. The Brain  injured become labile and irritable
· Lack of insight and self learning 
· Lack of empathy, Egocentricity.

· Patient may behave appropriately, but at a different Level .
 On looking at what can done to help partners  Katz in 2005
Partners experience stress in having to cope alone, and they need to be given the support to grieve at the loss of their partner, by the change in personality, mood swings, obsessive behaviour and social disinhibition.
Katz looked at how we can help to relieve the burden on Carers.

Burridge 2007 wrote about being understanding, having empathy and offering Relationship Therapy to relatives. Discussing various coping mechanisms, and applying various coping strategies to help reduce the impact of negative behaviour of their brain injured partner.
Dr A Johnson Clinical NeuroPsychologist  Edinburgh
Discussed problems with prognosis after brain injury in children and predicting the future. Despite contradictions most literature supports children faring better than adults but Dr Johnson does not agree saying that injuries to the brain in children would be even more likely to result in some permanent impairment, as the structure is more delicate and its development is more complex. 
(Problems---Recovery which should be viewed only as an inference and not as a fact.)
He gave examples of Problems and Recovery, identifying from the injuries which were very severe and what the Problems may be and whether he would expect any new developments or long term complications
He also gave various examples one being of a 13 year old RTA with bilateral frontal-temporal contusions, left cerebellar contusions. A very serious H/I with problems with speech and memory. . Problems with speech and memory, mostly resolved and the Neurologist would doubt it would alter his future employment .
He gave example of a Prognosis by a Paediatricians assessment of repeated injuries of a young child saying there was no reason for him to have any marked intellectual impairment due to the nature of his injury.
A social worker asked if the child had any Neurological damage resulting from either developmental problems or Non Accidental injury and would a neuropsychological assessment help in management?

A Psychiatrist expressed no further Neuropsychological assessment needed   and that they could be of no further help.
A Paediatric Neurologist said that there were no peripheral neurological signs suggesting his behavioural and concentration problems are any part of any Brain damage and would be surprised if there were any significant abnormalities on MRI.
But MRI did show there were marked thinning of the corpus colosium and enlarged Ventricles and suggested considering genetic factors.

Dr Johnson progressed to discuss the failure to progress in school, progressive loss of mental capacity, fatigue and attention deficits indicate the need for different education requirements, i.e. Smaller classes individual supervision, extra teaching and vocational guidance.
Dr Howard Jackson  Transitional Rehabilitional   Unit at Mersey Side  Abuse and substance abuse before and after ABI abuse before and after ABI
Alcohol was found to be the main factor in getting into trouble with the Law.
Brain Injury causes problems with behaviour such as social judgement, executive functioning, concentration, memory, self control and emotive stability to name a few. Using Alcohol and other drugs exacerbates these cognitive impairments and they have a more powerful effect. Police will often refuse to keep them until they are sober.
A person with Head injury is more likely to feel low or depressed, and drinking and taking drugs makes this worse in the long term. Also by taking Alcohol or drugs, they are more likely to have seizures and to have another Brain Injury.

Unfortunately access is restricted to Brain injury or Alcohol services users if they are still abusing.
There are other substances such as anti depressants, pain killers, Hypnotics ant-convulsions, tobacco and caffeine which are abused and others like cannabis, amphetamines, cocaine, LSD, Ecstasy which cause Brief  Unlimited Psychosis = BLIPS.
At the TRU of 80 clients 16 of them present had Alcohol abuse as a core problem, 4 had poly substance abuse, 2 others had core issues of substance abuse involving substances other than alcohol.
Ponsford 2007 (Australian Study) found 25.4% drinking at a hazardous level. Only 9% presented with other drug problems. Main abusers were young men.

Dr Jackson talked about his rehabilitation approach for different abuses.

For substance abuse after ABI it included;-

1 Engagement

2 Detoxification

3 An alternative substance free life style 

4 Addressing Functional Value of Substance Abuse (and substituting)

5 Addressing False Attribution/Attitudes

6 Helping the clients take control (Relapse prevention)

Dr Jackson gave General Guidance on educating client and Family about the risks of clients with Brain Injuries using substances.
Engaging family /social network in actively supporting the client to address the issue.
Take a history of client’s prior and current use. Be specific ask, ”what is the most you have used/ The least?”

Ask client about family history of Substance abuse. Ask what effect use is having on clients life (social, family job, legal)

Gain an understanding of the Model for Change. It may help you move your client through the stages.

Advice on Practical Help
· Assess stressors and risk factors that might cause client to begin/maintain using. (e.g. isolation, boredom, depression job loss etc)

· Help client find meaningful substance free activities.

· Provide support for behavioural changes before, during, and after the Substance Abuse Program to build motivation and reinforce new behaviours.

· Establish ongoing contact with professionals in Substance Abuse programes to exchange information and make sure the Substance Abuse Program is meeting the clients needs.
· Refer for Specialist ABI substance abuse rehabilitation.
The day was remarkably varied with excellent speakers who all kept the audiences attention and involvement. 
The whole day was well chaired by Professor Michael Barnes.
Thank you

Rickey Godding
