Cleft Lip and Palate Research
Research into the cause of Cleft Lip and Palate (CLP) has been undertaken for many years and yet no definitive cause has been determined. This means that there is no one thing that a woman can do or take which will at this point in time prevent a CLP in her developing child.

Obviously in this paper we cannot identify all the current research but the following work is being done:

Dr. Jeffrey Murray, University of Iowa – Genetic studies

Dr. Kamil Hozyasz, Institute of Mother and Child, Warsaw, Poland – Nutritional deficiencies

Professor Tam, Westmead Hospital – Transcriptional Genes involved in facial construction

Royal Children’s Hospital Melbourne – DNA studies

Prof Claire Roberts & Dr. Denise Furness, Adelaide University – Adverse pregnancy outcomes (DNA studies)

Dr. Michael Fenech, CSIRO Adelaide – Nutrigenomics (Nutritional/genomic relationships and DNA damage)

With the exception of Dr. Hozyasz in Poland  and Dr. Fenech all the other researchers are using as the starting point for their research the genetic make-up of the child and working back from there.

In our study we decided that the starting point was to determine the conditions surrounding the mother during her pregnancy as we believed that the best researchers were the parents.

To this end I first went with a medical team to the Philippines as anecdotal evidence suggested that it was more prevalent there than elsewhere. I also had a secondary interest because I was at the time a Director of the Charity carrying out these medical missions.

Here with the help of students from the University of the Philippines we interviewed over 40 mothers who brought their child for surgery.

We found:

· All the women were malnourished

· Many of these women missed meals on at least one day per week and often two in order to be able to feed the family.

· All children were born at home and there had been little, if any, medical supervision during the pregnancy.

· All lived in impoverished neighbourhoods which were heavily polluted.

· Most got their water from wells of questionable quality of water.

· Clefting in the family was random with the cleft child often being followed by another child with no cleft.
· Within their diet protein levels were extremely low.

· Micronutrients were either low or perhaps not being absorbed which could result from other deficiencies.

We found it impossible to differentiate between nutrition, environment or family history as the possible cause in these cases and indeed this may not be possible in most cases. Perhaps the most important fact was the randomness of CLP. Only two women had two children with clefts in the family and both had other children with no clefts. 
Because of the difficulty to separate nutrition from environment and family history our next study was interviewing mothers on the East Coast of Australia whose cleft child was under two years old. This provided us with surprising results and one which we had not anticipated. Thirty five percent of mothers experienced traumatic stress at or around conception while another almost 35% reported elevated stress levels during this time. This, however, left us with the dilemma that 30% of volunteers seemed to have completely normal pregnancies.
We then looked to see if stress had been reported elsewhere and found that it was first detected as a possible cause in the Czech Republic in 1963 and more recently by the University of Basrah where the incidence of clefting had doubled since the war started in Iraq. In both cases nutritional and environmental issues should not be discounted.

Stress alters our hormonal response. We all know that if we are threatened we can find unequalled strength to run away from a dangerous situation. This is the normal bodily response where the blood is redirected to our muscles to provide that strength, termed an adrenalin rush. We suggest that this may be happening on a continuum for a critical period of time during the pregnancy when the mother is placed under stress. This may in turn reduce the nutrients available to the developing child. Stress also raises the levels of cortisol and this in itself may have a direct link to birth anomalies. At this stage we can  not account for the 30% of women who experienced no stress but suggests that perhaps they may have already been deficient in particular nutrients which have yet to be determined.

The results of this study were published in the March 2011 edition of the Elsevier Peer Reviewed Journal, Women and Birth

We decided to develop a study to determine the nutritional status of women carrying a fetus with a cleft compared to a woman whose fetus was not diagnosed with a cleft.

This required significant funding which we did not have, however, that has now been obtained and the program will be discussed later in this report.
While waiting for funding it was decided to undertake other research which may be helpful to parents in general and Cleft Pals in particular. Three projects were undertaken:

Project 1 – To understand the experiences of a young adult growing up with a cleft.
The important conclusions from this study in relation to the young adults questioned were:

· Children do not recall the medical procedures that occurred prior to the age of four.

· Family support was not only needed but was seen by the child as essential.

· The most difficult time was between the ages of 9 – 12.

· Speech Therapy was difficult and most thought that it should be done in batches over time.

· Bullying at school was no more prevalent than for other children and indeed in some circumstances less.

· The cleft did not stop their educational journey with all going on to Tertiary education.
· The cleft did not stop social relationships with some being married and others in partner relationships.

· The cleft did not stop them achieving their career goals.

· All believed that because of the cleft they now had a better perspective on life and life issues.

· All believed that no one was born perfect and that the cleft was a part of them and they just got on with life.

For me personally this was an exhilarating study as these young people who had experienced such hardship were just so full of life and their positive attitude was uplifting.

A paper has been written on this study and is currently out for Peer Review with a Paediatric Journal.
Project 2 – To understand raising a child with a cleft.
This was the most difficult study for both the parents interviewed and the researcher. In many ways I felt that I was not up to the task because even though I was a parent and Grandparent my experiences did not include raising a child with a cleft (although obviously other difficulties were experienced).
All parents interviewed had children who were now young adults and had lived at a time when an ultrasound during pregnancy was not undertaken or the technology was not sufficiently good to detect a cleft. One difficult issue for me was that when asking a parent what they thought was the cause they did not know but when the same question was put to me and I gave an opinion I could see that the mother was then thinking “am I to blame”. Obviously blame cannot be attributed or accepted by anyone if the cause is not known so no blame can be apportioned.
The important points that came from this study were:

· Seeing your child for the first time is a shock.

· Getting immediate medical advice is critical in minimizing anxiety about the future for your child.

· Leaving your child in the hands of the surgeons when operations are necessary is heart wrenching.

· Support from family is critical.
· Support from others who have been through this experience is extremely helpful – CleftPals in particular.

· The teenage years are the hardest.

· Speech therapy is difficult to manage.

A paper presenting these facts is currently being completed.

Project 3 – What does the community know?

In this study 500 people were questioned across the three Eastern States. Some were questioned in markets, malls, pharmacies and others just in the street. A wide range of ages and educational backgrounds were included in this survey.

It was anticipated that because of the skill of the surgeons these days that the general public would be unaware of the problem. This was in fact the case where almost 50% of those questioned did not know what a cleft is. This was irrespective of educational background but was highest among the younger age groups. 
Many of those who did know what a cleft is were unsure if it was prevalent in Australia. Obviously if a large percentage of the population do not know what a cleft is and the extent of its incidence it is little wonder that Politicians and the Government as a whole are not so concerned about this issue.

Most were unsure if the Government covered the cost of medical expenses. This is a problem for the Government in that they are not publicizing what is provided.

Over 90% believed that speech therapy should be provided by the Government and the same number also believed that the Government should provide research funding.
A paper is being prepared for publication.

Current study
After 18 months of seeking funding, Healthscope, a pathology company, offered to provide $80,000 in laboratory services. Alternate Health Sciences agreed to provide some hair analyses free of charge and Interclinical Laboratories gave a 50 % discount on their Hair Tissue mineral analyses. This was sufficient for us to start the major study we had planned almost two years earlier.
The study is to compare the nutritional status of women carrying a fetus diagnosed with a cleft, to women whose fetus has not been diagnosed with a cleft. In addition, we are also investigating family and environmental factors. Women living in the Eastern States of Australia who are between 12 and 26 weeks gestation are being asked to volunteer for this study.

Each woman is asked to complete a questionnaire and provide two hair samples taken from the nape of the neck. In addition they are referred to a Healthscope collection centre to provide blood and urine samples. Where a woman has a fetus with a cleft, a saliva sample of both the woman and child when born will be analysed by the Robinson Institute in Adelaide to determine any genetic alterations.

The doctor nominated by each volunteer receives copies of all test results. If carried out privately the costs of the tests would be around $800.00 per person but to the volunteer these are completely free.

It may not be possible from this study to completely define the cause, however, we believe that it may point to the risk factors and if these are known then the potential to reduce the incidence may be increased.
Within this study there are five women who previously had a cleft child and who have now had a child with no clefts. All improved their nutrition prior to conception and this may have helped, but irrespective of that it supports our findings from the Philippines that clefting within a family is a random event. Obviously at this stage we must conclude that other factors may also have been involved.
If you are pregnant or know someone who is pregnant please help by contacting 

Graeme Wallace at:

graemew@bigpond.com.au
Tel: 0418 248 983

