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Angelman in 1965. Its features include severe intellectual 
disability, speech impediment, sleep disturbance, unstable 
jerky gait and seizures. While it is difficult to diagnose, it is 
estimated to occur in about one in 20,000 births. 

Mary Lou first realised something was amiss when 
Nicholas was nine months old but doctors did not agree. 
Two years later, she saw a little girl with AS on the Phil 
Donahue Show and knew immediately that Nicholas shared 
the same disability.

“It was a bolt out of the blue,” she recalled. “That’s when 
I started investigating. I made contact with Angelman 
Syndrome Association and they said ‘No, he’s doing too 
much to have AS’ but I knew that’s what he had.”

When Nicholas was five, Mary Lou heard of a German 
testing technique for AS and insisted he be tested. Six 
months later, the family was informed that Nicholas 
had a very rare variant of AS that affects just one in two 
million children. 

David, Nicholas, Mary Lou 
Carter and her husband 

Trevor celebrating 
Nicholas’ 18th birthday.
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Mary Lou Carter knows better than most 
the heavy emotional toll that caring for 
someone with a severe disability has on 
their family. Carolyn Collins profiles an 
indomitable woman working to benefit 
other carers and families. 

Mary Lou Carter’s younger son, Nicholas, has a rare 
form of Angelman’s Syndrome; he hardly slept for the 

first 15 years of his life. His destructive behaviour required 
the house to be turned into a fortress, making a normal 
family life impossible. From the age of six, her eldest son 
retreated behind the locked door of his room. Friends 
simply stopped calling. 

Angelman Syndrome (AS) is a rare neuro-genetic disorder 
which was first described by English paediatrician Dr Harry 
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  Former friends avoided them 
because Nicholas would attack their 
small children. Looking back, Mary 
Lou says she never realised how very 
isolated she and her family were. 

Frustrated, Mary Lou sought out private options. A 
supported accommodation program which Nicholas 
attended four days a week, coming home on weekends, saw 
his behaviour finally start to settle down. 

At 12, he started at Kingsdene which had an extended 
learning program where the school programs were carried 
through to the residence. Nicholas lived in a group home 
next to the school during the week and came home on the 
weekends. For the first time, he could walk to school like 
other kids and he made friends. 

After witnessing the dramatic improvement in Nicholas’ 
behaviour, Mary Lou was devastated when in 2003 the 
school was threatened with closure.

“I had never opened my mouth before,” she said. “But when 
we got the letter (saying the school was likely to close), I 
banged the bench and said ‘this cannot happen’. ”

Mary Lou’s efforts, along with others’, ultimately saved the 
school but it brought her into conflict with other disability 
advocates who believed schools like Kingsdene were 
“institutionalising” children with severe disabilities. 

Nicholas can’t talk but communicates by gesturing, facial 
expressions and a range of noises. He doesn’t have fine 
motor skills, was 14 before he was partially toilet trained 
and has very poor co-ordination and balance problems 
which Mary Lou believes is associated with his epilepsy, a 
common feature of AS. 

The effect on the Carter family has been profound. Nicholas’ 
inability to sleep over the years affected everyone’s sleep 
patterns, and as he got older and more mobile, he became 
increasingly destructive.

“I couldn’t have my books on a shelf; I had to pack them 
away for 10 years,” Mary Lou recalled. “Every piece of paper 
had to be quarantined otherwise he’d tear it up and stick 
it up his nose.”

Former friends avoided them because Nicholas would 
attack their small children. Looking back, Mary Lou says she 
never realised how very isolated she and her family were: 
“We were never really part of our community”.

While Mary Lou was preoccupied dealing with Nicholas, her 
other son, David, was finding it increasingly difficult to cope. 
He couldn’t have friends around and would lock himself in 
his room to escape his younger brother’s behaviour.

“David was the perfect infant, it was as though he’d read 
the textbook in utero,” Mary Lou recalled. But in Year 8, the 
pressure of his chaotic home life became too much and 
David had a breakdown. 

“I put it down to the fact that we didn’t approach the school 
and tell them what our family situation was and that 
they needed to keep an eye on David,” she said. “No one 
understood what our lives were like.”

Mary Lou believes David’s creativity and love of music and 
poetry ultimately “saved” him. Now 24, he has completed 
a double degree in arts and law and is working with other 
young adults with disabilities

In the meantime, the Carters struggled on alone, trying to 
find appropriate schooling for Nicholas, not realising there 
were even such things as ‘respite services’ for families like 
theirs until he turned seven.  

“I turned up at school and the principal said to me, ‘you look 
shocking’ which of course I did. She said ‘are you getting 
any respite?’ and I said ‘what’s respite?’” Mary Lou said. “I’m 
not an unintelligent person but I’d never heard of it. I had a 
case manager but I didn’t know what case managers were 
supposed to do.”

At four, Nicholas was placed in a government special school 
attended by about 50 children ranging in age from four to 
18 but some of the older children were violent and Nicholas 
copied their behaviour.

“He would punch me in the face and, because I wear glasses, my 
eyes would get cut. He’d also rag doll me,” Mary Lou recalled.

“The prevailing ideology was that the best place for a 
severely disabled child was with the family, supported 
by resources that meet the particular needs of the child,” 
she said. “It is absolute rubbish…many families and 
many children have been sacrificed on the altar of these 
philosophies.”

Now aged 18, Nicholas is still “boisterous”, weighs 80kgs and 
is 5’11” tall, unusually large for AS. While his sleeping has 
settled down, as usually happens as AS children get older, he 
still requires very strict routines. 

“He has this penchant for jumping the kitchen bench and 
we had to install a security grille across it. Every room has 
a lock on it. People talk about institutions – my home is an 
institution!” Mary Lou said.

But Mary Lou remains buoyant, refusing to be a victim 
and choosing, instead, to draw strength from her own 
experiences as she takes on state and federal governments 
in her political fight for rights and recognition of families 
like hers.
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A high proportion of Australians – one in five – experience 
major depression in their lives. Other statistics on 

depression however, are less well known. Of the people on 
antidepressants, only 30 – 40 per cent improve totally or 
significantly. About 20 per cent have no improvement after 
two years of treatment, and at least 10 – 15 per cent do not 
respond to any medication. This last category is known as 
Treatment Resistant Depression (TRD).

TRD is associated with increased disability, higher health-
care costs, higher unemployment and income support. But 
even more importantly, the suffering and risk of suicide is 
very great and patients sometimes develop drug and alcohol 
problems as well; the health and well-being of spouses and 
children is affected, often dramatically. Development of 
effective and safe treatments for individuals with TRD is 
therefore of considerable importance.  

Electroconvulsive Therapy, or ECT, is currently the most 
common and effective treatment for TRD and is used in 
most psychiatric facilities around Australia. However, ECT 
has major side-effects, notably memory loss which patients 
find highly distressing. As a result, many patients refuse to 
have ECT and there is anecdotal evidence that many people 
who’ve had ECT and improved, do not come back for follow-
up treatment when their depression reoccurs because of the 
side-effects and other concerns.

Because of ECT’s limitations, a vast amount of research 
into alternative brain stimulation techniques has been 
conducted in the last decade, and the Alfred Psychiatry 
Research Centre in Melbourne is at the forefront of these 
studies. The focus of our effort is Transcranial Magnetic 
Stimulation (TMS) – a procedure that involves an electrical 
current passing through a small coil placed close to the 
scalp to specific areas of the brain. The current induces a 
magnetic field, which passes into the brain and stimulates 

electrical activity in the nerves below. TMS can be applied in 
different ways to either increase or decrease brain activity. 
Unlike ECT it does not induce seizures. 

It is not clear exactly how TMS works to relieve depression, 
although one theory is that repeated stimulation alters the 
sensitivity of nerve cells in the front regions of the brain 
and alters their level of activity. In general, the majority 
of research over the last ten years has shown that TMS 
is more effective than a placebo, although not all studies 
have shown a clearly positive effect. This is not surprising 
given that many of these studies are quite small and most 
include patients who have failed to respond to many 
other treatments.   

In 2004 a large scale international trial of the efficacy and 
safety of TMS for treating depression began, and it found 
TMS was effective, safe, and tolerable for acutely depressed 
patients who had not responded to an antidepressant 
medication. In October 2008, TMS was approved by the US 
Food & Drug Administration but has yet to be approved for 
clinical use in Australia.

Over the last nine years that we have conducted clinical 
trials in TMS and depression, around 30-50 per cent of 
patients who failed to respond to other treatments have 
improved with a course of TMS, and a smaller percentage 
has had modest reduction in symptoms. 

Samantha (not her real name) underwent TMS for 
depression at the Alfred Psychiatry Research Centre in early 
2009, and had an excellent response: “….the dark cloud that 
used to hover over me, has gone. My thoughts aren’t rattling, 
the dark chatter has gone. I’m feeling so good, energised, 
productive. I feel greater strength, like I can cope with the 
world, instead of feeling I couldn’t cope. I feel normal. In 
combination with the other, healthy things I’m doing, the 
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“When it comes to disability, particularly severe disability 
and particularly when there are challenging behaviours, it’s 
the isolation that totally fragments the family and causes 
so much distress,” she said. “Unless you walk in the parents’ 
footsteps, you just don’t have any idea what they are 
going through.” 

Mary Lou has emerged as one of Australia’s leading 
advocates for disability carers, and stood as a Senate 
candidate at the last election for Carers Alliance, the political 
party set up in 2007 to provide a voice to unpaid family 
carers and people with disabilities.  

It’s a public role she never foresaw for herself. She was 
running her own legal support business in her early 20s and 
imagined she would be able to return to work when her 
children went to school. 

Despite her personal challenges, including the question 
mark that hangs over Nicholas’s future once he finishes at 
Kingsdene, Mary Lou remains committed to her public 
campaign to change attitudes and to improve conditions 
for other carers. 

She has also managed to maintain her sense of humour (or 
“black humour”, as she calls it), relating how a new puppy, 
not Nicholas, recently reduced a pair of her glasses to a 
mangled mess. 

“I took the lot up to the local spectacle maker who’s looked 
after the needs of our family for years and he said ‘Oh my 
God!’ and I quickly replied, ‘No, it’s actually my dog!’ 
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TMS has done this”. She describes the physical feeling of 
TMS as “like an annoying tap on the head, like a headache 
wanting to start, a slight cramping effect.”

During our clinical trials TMS is administered five times a 
week (Monday to Friday), and usually takes between 20 and 
30 mins. The patient is seated in a comfortable chair and is 
alert and aware of what is happening at all times. After the 
session they are able to leave the room within a few minutes 
and can engage in their usual activities almost straight away.  

We have also investigated TMS as a treatment for other 
psychiatric disorders, including bipolar depression and 

schizophrenia. Recently we embarked on a three year 
investigation of TMS for treating depression in people 
with acquired brain injuries – approximately 25 to 60 per 
cent of patients experience depression after head injuries. 
Advances in brain stimulation techniques in psychiatry are 
occurring rapidly, and is driven by the need to develop safe 
and effective brain stimulation treatments for mental illness, 
particularly for those not helped by other treatments.  

To obtain more information or to participate in clinical research 
trials at the Alfred Psychiatry Research Centre in Melbourne 
contact (03) 9076 6595.

  Because of ECT’s limitations, a vast amount of 
research into alternative brain stimulation techniques 
has been conducted in the last decade, and the Alfred 
Psychiatry Research Centre in Melbourne is at the 
forefront of these studies.  


