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Brain Injury and then what?

In 1990 Andrea Willemsen was riding her bicycle when an oncoming motorcycle hit her.

She was given the diagnosis of severe concussion of the brain.

Eight years later she is still severely impaired in her ADL, or Activities of Daily Living.

To regain the ability to write, and to restore contact with her husband, she began to write a series of short notes. These evolved into the book 'My life after Brain Injury'.  In it she describes from 'within' the experiences of someone who suffers from 'Contusio Cerebri'.

"Two days after the accident it dawns on me that there is something seriously wrong with my head. Joost writes in my diary that I was moved from the semi-care unit the previous day and that X-rays were made. I don't know anything about this. He is surprised that he has to write it down for me because I can't find yesterday in my diary. But when you don't know what day it is today, you also don't know what day it was yesterday. 

Then I try to write down who came to visit. I am very surprised that two dear old aunties apparently came to see me, because I can't remember their visit at all".

Excerpt from: 'My life after Brain Injury'.

What is Contusio Cerebri?

Contusio Cerebri is the scientific name for contusion of the brain, a traumatic brain injury. Around 160,000 people in the Netherlands suffer from some form of brain injury, mostly due to traffic accidents. Twenty per cent of the Dutch population is affected directly or indirectly by brain injury. The exact number of Contusio Cerebri patients is not known, but we do know that their number increases by some 30,000 every year.

Contusio Cerebri is an invisible affliction. And there is no medication to treat it. Compare it with a jelly, captured loosely in a pot. Every time the pot is hit or shaken, the jelly contracts and expands again. Our brain does the same when our skull is hit. This can cause small injuries, which damage the nerves. 

The result of the damage can show itself in many different ways, for example:

· Disorders in our memory, concentration and coordination

· Emotional and Personality changes 

· Inability to cope with stress.

It is important to also mention the strong implications for the family and social environment.

The Contusio Cerebri Foundation

The consequences of Traumatic Brain Injury are still largely ignored in our health care system. Brain contusion in particular is unexplored territory. To change this situation, the Contusio Cerebri Foundation was founded on 30 November 1998.

The Contusio Cerebri Foundation is a semi-scientific organization. It is not a patient organization, because we simply lack the manpower. 

Our objectives are to 

· establish a research program 

· outline specific policies, geared toward the unique challenges of the Contusio Cerebri patient and  his or her environment

· provide information and support to unconscious victims of (traffic) accidents with brain contusions and their next of kin, particularly in the acute phase'.

Victims (of traffic accidents) with brain contusions require appropriate treatment quickly, and must therefore be steered towards the proper channels. The Contusio Cerebri Foundation focuses on the acute phase (the first forty-eight hours) after the accident. 

A support system needs to be established, consisting of the various disciplines involved. From now on this system must be activated immediately in the acute phase. 

What needs to be improved?

The Contusio Cerebri Foundation wants to improve understanding of short- and long-term consequences of Traumatic Brain Injury. Consequences for the patient, but also for his or her social environment.

Research must be carried out and the correct instruments must be determined to develop a support system as mentioned above.

One solution might be the development of types of 'trauma management', or coordination of care, that guard the interests and rights of the unconscious, confused, brain-damaged (traffic) victims as soon as possible after the accident. This trauma management should not focus on medical treatment alone. It  should  also involve the domains of civil and criminal law.   

Approach

There are several ways in which the Contusio Cerebri Foundation aims to put the phenomenon of brain contusion 'on the map'.

· Development of an informative website. This would also enhance the general use of the term brain contusion. At present different definitions are still being used in medical reports, which is confusing for patients.

· Development of a nationwide model for the above mentioned  'trauma management', in which several groups of people are involved: 
the patient and possibly his or her next of kin on the one hand, and on the other hand  ambulance, police, hospital (A & E, intensive care and nursing ward),  follow-up care (for instance g.p. and rehabilitation) and insurance company.

· Research into a better registration of brain-damaged victims: by police, ambulance service and A&E. It is extremely important that duration and depth of unconsciousness are registered very carefully. There should be national registration of the number of Contusio Cerebri patients who are hospitalized with Traumatic Brain Injury.

· Improvement of input by neuropsychological discipline. There should be a tracking system in the form of neuropsychological tests (brain damage in conjunction with whiplash).  The 'black hole'  patients experience should be 'filled' by producing a supplementary diary.

· Improved radiological tests. An example: a broken dental root causes continuous pain, but a Contusio Cerebri patient simply forgets to mention this. Extra tests could improve the quality of life after brain contusion.

· To enable further development of the potential actions mentioned above, an experimental district could be selected to test acute trauma management and coordinated care.

An unknown phenomenon

Contusio Cerebri is a little researched phenomenon. We quoted Andrea Willemsen (born in Amsterdam in 1946) in this brochure before. She was a researcher in the field of public administration. Due to her accident she became one hundred percent unfit for work.

'After my accident we went to look for a book about brain injury,' she says. 'To our surprise such a book did not exist. So I decided to write one myself …'

To publicize and increase awareness. That is what the Contusio Cerebri Foundation focuses on at present. A list is being compiled with information and publications on this topic. Not only for the benefit of victims, but also for those who treat them.

The website we are developing makes a positive contribution, but a website alone is not enough. These efforts must lead to the publication of a booklet to be distributed in the health care sector  (among others) through various services and institutions. Much like the brochures you find in waiting rooms at the G.P.'s or social services.

Support

The foundation has made some progress, particularly with regard to raising awareness: a number of research questions will be included in a research program carried out under the auspices of the Council for Transport Security. In addition a subsidy was received from the Ministry of Transport and the Dutch Automobile Association (RAI).

The Board

The Contusio Cerebri Foundation consists of:

Mr. Marcel M.A. Prop (chairman)

Mr. Bob A.M. Cordemeyer (treasurer)

Prof. dr. Jan M. Minderhoud (medical adviser)

Prof. ir. drs. Willem J. Vrakking (adviser)
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Please send donations to  giro 78230. We also welcome your reactions, comments and ideas:
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The book  Hersenkneuzing  by Andrea Willemsen has been published by Uitgeverij De Geus in February 1999; Hardback, 240 pages, € 16

ISBN 90 5226 636 0

English translation 'My life after Brain Injury' to appear soon.


4

