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The Australian Institute on Intellectual and 
Developmental Disabilities 

The Australian Institute on Intellectual and Developmental Disabilities (AIIDD) 
operates as the information, research and development arm of NCID. The AIIDD is 
entering into a new and exciting phase that will see it expand its current role of 
delivering information to people with intellectual disability, their families, service 
providers and the broader community. 

The AIIDD aims to support high level, high quality, independent analysis and strategic 
policy advice in order to improve the effectiveness of disability service systems, and 
help sharpen the focus of groups advocating for reform and improvement. 

The activities of the AIIDD include: 

Publication and Sales 

The AIIDD publishes and/or distributes a range of books, monographs and reports 
relevant to the area of intellectual disability. Sponsorship of the ARTid website: 
www.artid.org.au 

Policy Research Briefs 

The purpose of the AIIDD’s Policy Research Briefs is to establish what is known and not 
known about an issue utilising and synthesising extant research, then to define the 
most productive areas of possible research. Two Briefs currently available are: “Families 
with Members with Disabilities: Love, Money and Public Policy” and “Individual 
Funding: Flavour of the Day or Sea Change?” 

Training and Consultancy 

Training and consultancy services are available from the AIIDD to assist and support 
people with intellectual disability, their families and support services. Training and 
consultancy services currently available include: 

• Family Skill Development 
• Advocacy Skills and Self Advocacy Skills Development 
• Inclusive Schooling Strategies 

Roundtables 

The AIIDD aims to provide high-level forums where research is discussed and debated 
with the aim of proposing policy principles and program directions, furthering the 
research agenda and fostering new partnerships between participants. 

Research and Development 

The AIIDD aims to commission evidence-based research independent of the political 
agenda, that will advance the discussions, debate and ultimately the policies affecting 
Australians with intellectual disability and their families. Key priority areas include 
unmet needs, accommodation support, employment, inclusive education, family skills 
development and leadership. 
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that you have been a pioneer in this area for some time. Alas it is a long hard battle 
we have to convince the bureaucrats of what we know.’ 
Kiersten Coulter 
Department of Criminology 
University of Melbourne 
February 27, 2003   
 

Dulcie’s teaching and administration experience includes: 
24 years as Principal of the Mildura Day Training Centre 
for children and adults with intellectual disability; 
teaching children and adults with�physical, psychological 
and psychiatric impairment;� teaching in kindergarten, 
mainstream primary and� secondary schools, and adult 
education; teaching gifted children; and�16 years honorary 
probation o cer, educational consultant and lecturer. 

riting   iction and non ction books and stories  
Articles and Poetry. 
1981: Awarded MBE for 'service to the handicapped’. 

1996-97 International Biographical Centre Award: 'Woman of the Year.' 

NOTE:  This year, Spectrum Publications is publishing Dulcie’s new book 
‘CHANGING LIVES, CHANGING TIMES’ which updates and expands ‘Switching on 
the Light’. The book is dedicated to the late Dr. Dennis Maginn, former Director of 
the Victorian Mental Health Authority. [Further details will be advertised in the next 
issue of Interaction.] 
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HOW SICKNESS CHANGES YOUR 
LIFE 

Tim Steenson 

[A transcript of a speech Tim presented as a member of Toastmasters and as a speaker at the 
Australasian Chromosome 18 Conference, NSW] 

TERRIBLE NEWS — MUM HAS CANCER! 

YES ! MY MOTHER HAS CANCER AND BOY HAS MY LIFE CHANGED. 

First there is the news. You have cancer.              

Is my Mum going to live or not? 
The phone never stops ringing. All she talks about is how long she has to live.  

Is this changing my life? Yes.  

I had a comfortable life with a caring person looking after me. Feeding me, cleaning 
the house, doing my washing, driving me places, basically doing everything for me. I 
depend on this person. What will I do if she dies? My life will never be the same.   
We both get very unhappy and angry at each other. Until things settle down.  

Then there is the trip to hospital.  
Great, I get to heat up my meals, do the washing, put out the rubbish, visit at the 
hospital and nd my own way around without my dri er um. 

um nally comes home rom hospital. ut she is still not completely well. o I 
have to keep putting out the rubbish, heating up my meals and keeping the house 
tidy. Now I also have to make millions of cups of tea and answer the phone and the 
door with people wanting to know how Mum is.  
Then, while she is still recovering, she has a special birthday party making lots of 
work for all of us.  
Women! 

I ITI  T  T  T I  
ter this, she takes us to erth or my brother s wedding. he wasn t going to miss 

that!  he tra elled on the plane with tubes coming out o  her.  

IT   going through security. hen they said adam, can you put the 
bag through security , um said o, it is attached . ot as bad as when she took 
a kni e through international security on her way to . . T T T  T  
T . 

Australian Institute on Intellectual and Developmental Disabilities  �17



Wings Away

Norma and Harry Rigby 
Scholarship

Celebrating children with disability
and those who work with them
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We arrive in Perth and Mum drags me to Margaret River so she can taste wine.  
We then attend my brother’s wedding. So she is now happy.  

She then drags me around Perth visiting Kings Park and Cottesloe Beach. She took 
millions of photos of the sunset because it was on the West Coast — the opposite 
coast to what we have.  

When we get back from Perth, Mum has to have Chemotherapy — every 3rd Friday. 
The hemotherapy at rst doesn t make um too sick. ut the last lot made her ery 
sick and she had sore LEGS. She doesn’t want to have it again. But she has two more 
to have and they will make her very sick again.  

My brothers and sister have no idea what it is like to be here all the time. They only 
saw Mum with her wig on, when she was out and about. I hardly saw her with her 
wig on as she took it off when she walked in the door. 

I saw weird little hats or a bald head.  

She never tells my brothers or sister when she is sick. She rings them when she is 
better so they don’t worry.  

My day starts, I get up and watch some TV and when my Mum wakes I make her a 
cup of tea. If she is sick she stays in bed for a while. If she was well she went to 
work. Some days when she was home sick, I wished she was at work. All I hear is: 
“Tim, can you get this?; Tim, can you get that?; Tim, can you bring in the mail?; Tim, 
are there any emails?; Tim, can you answer the phone?; Tim, have you put on the 
dishwasher?; Tim, have you unloaded the dishwasher?; Tim, have you brought in the 
washing?”………  

No Alzheimer’s yet. She still remembers my name. On the days she goes to work. I 
can relax and go out if I want to. 

Everyone worries about her and ask me all the time how she is. She won’t ask for 
help because she likes to do everything herself. Unless it was: Tim put out the 
rubbish, Tim bring in the washing, Tim has the postman been?  

How did I get to be so lucky? 

I now spend my whole life putting the toilet seat down. On Chemo, she had to drink 
lots and so she was forever going to the toilet. So the toilet seat was always down.  
Just in case, I would run and check when I saw her heading that way.  

This has all been very strange for me as I actually see my Mother sitting down a lot 
these days. She never used to stop working.   

Boy my life has changed!  

I do love my Mum and would do anything for her. I hope that what I am doing is 
helping her and I do hope she lives a long, long time. She is planning 20 years.  

�   Australian Institute on Intellectual and Developmental Disabilities18



Wings Away :  Wings Away is an association of ex TAA Air Hostesses, Australian Airlines 
and Qantas Flight Attendants founded in 1966 by Elaine Swain (Smith). Elaine’s original vision 
was for all States to support a single national charity.  However, each State wished to choose 
their own charity to support.  It was 10 years before her dream of a National Charity came to 
fruition.  At the 1976 Presidents’ Conference, members agreed to support an embryo library 
being built to help parents of children with disability.  The Wings Away Collection is housed at 
Charles Sturt University. Since the start in 1976, Wings Away has raised almost $105,000.

Norma Rigby:  orma was the first ec ti e cer of the Australian Association for 
the Mentally Retarded (AAMR)  now known as the National Council on Intellectual 
Disability.  For some time, she had dreams of a Lending Library to help parents of children 
with disability, but no idea where the funds would come from.

A solution came in 1974 when Faye Jamieson (President, Wings Away, SA) contacted Norma at 
the suggestion of Ansett Capt. Colin Watt (who was involved with AAMR) and asked her how 
Wings Away could assist in any project.  The outcome was that, at the 1976 Presidents’ 
Conference, it was agreed to set up a National Charity and $  was the first amo nt 
donated to Norma’s slowly growing library.  The 1978 Conference voted unanimously to support 
the Library for the next two years and the amount of $1,438 was donated and a Building Society 
Account was opened in the name of ‘N. Rigby AAMR Wings Away Library Fund’.

At the 1981 Conference, Norma accepted the position of National Patron and so began a 25
year association with a lady who was not only interested in what Wings Away was doing but 
who had as many dreams as Elaine Swain.

In addition to the generous yearly donations contributed by each State, Wings Away has 
contributed large amounts to the Library and its projects on three occasions:  in 1992, 
Queensland contributed $3,000 to publish the book ‘Public Policy  Private Lives’; NSW 
Wings Away donated $  and the roceeds o  the  ights at the  e nion and 
Conference in Melbourne will be go to the ‘Norma and Harry Rigby Scholarship’.

Norma’s work with Wings Away was generously supported and encouraged by her husband, Harry.
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Well, you might think THAT was bad!.….. 

She has now retired and is driving me nuts. 

I put down a glass and it disappears.  
“Mum, where is my glass?” —  “It’s in the dishwasher”;. 
“Mum, where’s my papers that were on the table?” —  “I put them away”.  
“Mum, I am going to bed”. 
“Mum, where are my pyjamas?” —  “They are in the wash”. 

I am not going to last 20 years!!! 

Tim resides in Newcastle with his Mother, Mary and has been an active Toastmasters' 
Member for many years. He is a member of the Chromosome 18 Registry and Research 
Society, Australasia Committee. Tim has a keen interest in Rugby League. 
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Tim with Paul Harragan at ‘The Footy Show’

Tim and his mother 
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Through a Different Lens 
– On Beauty, The Film 

Veronica Wain 

On Beauty is a new lm garnering signi cant attention in the lm world, boasting 
esti al awards, including est ocumentary hort at the  ene a and 
le eland International ilm esti als. eleased by artem uin roductions and 

directed by award winning lmmaker, oanna udnick, the lm spans e years, 
documenting the work o  ashion hotographer, ick uidotti.  

ick has tra elled the globe since  in his uest to challenge our perceptions 
about physical beauty and how we see one another. is career as an accomplished 
ashion photographer took a turn towards a di erent path on the day he glimpsed a 
young woman with the rare condition, lbinism. ince then, ick has championed 
those whose physicality sits outside a standardised de nition o  what normal  and 
beauti ul  might look like and ounded his not or pro t organisation, ositi e 
xposure.   

On Beauty ocuses on the stories o  two young women a ected by two di erent 
conditions, exploring their ourneys alongside ick. orn with turge eber 
syndrome, arah was sub ected to cruel bullying in the eighth grade and retreated to 
home schooling. eeting ick changed her li e.  ayne li es in astern rica and 
was raised by her grandmother a ter she was abandoned by her mother. ayne was 
born with lbinism and her story is remarkable, seeing her emerge as a community 
leader in spite o  the stigma that the condition carries within her culture. The lm 
illustrates how perceptions o  sel  can be changed when another sees us di erently, 
unlocking the hidden potential that resides within us all.   

ince the lm s release in the esti al circuit, ick has continued presenting his work 
and deli ering lectures across the nited tates and beyond. is latest pro ect is 

  aces ede ning the rt o  edical ducation. This web based educational 
library has been created to re rame how in ormation about genetic conditions is 
presented to health pro essionals, amilies and the wider community. ather than 
ocussing on the condition and person as specimen ,  the short lms on the website 
present li ing, breathing, ibrant indi iduals telling their own stories, humanising 
their condition and bringing stories o  hope rather than despair to those who iew 
the lms.  

ore o ten than not, intellectual and physical disability present with rare genetic 
diagnoses. The way in which diagnoses are discussed and presented to parents are by 
their ery nature, de cit orientated, signalling the challenges and obstacles that 
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accompany said diagnoses. Additional resources and stories of people living with 
rare genetic conditions who experience fullness in their lives are critical in offering 
families, health practitioners, educators, service organisations and the wider 
community alternate pathways for supporting people with disability in reaching their 
full potential.   

Rick has travelled to Australia on a number of occasions presenting at various 
conferences, including the SSBP International Research Syposium, Albinism 
Fellowship of Australia Conference and the Chromosome 18 Research & Registry 
Australasia Conference.   

Let’s hope he visits our shores again in the near future and that we see On Beauty on 
screens soon!  

LINKS: 

artem uin lm website �https www.kartem uin.com lms on beauty 
Facebook:�https://www.facebook.com/OnBeautyFilm 
Twitter:�http twitter.com onbeauty lm 
About Positive Exposure:�http positi eexposure.org about the program  

Australian Institute on Intellectual and Developmental Disabilities  �
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The Gift of One  
Camilla Downs 

One blood test, one phone call, one moment in time drastically changed the 
direction of my life forever. I know more about genetics, chromosomes, DNA, motor 
skills, verbal skills, and now emotional and behavioural issues than I ever thought I 
would need or want to know.  

y rst born child, illian, was born one month early on eptember , . he 
was per ect and weighed  lbs  ounces. The doctor thought that she was no longer 
getting nourishment from the placenta and for that reason she was brought into the 
world a month ahead of time. Knowing what we discovered a few years later, that 
would explain why she was so small and didn't seem to be growing. 

ue to illian s delays in so many areas at age , illian s paediatrician 
recommended, and we obtained, a Karyotype blood test to rule out any genetic 
issues. uring dinner one night in ecember , we recei ed a call rom illian s 
paediatrician. he apologised or calling so late but had recei ed illian s test results 
that day and elt she needed to call. The aryotype results showed that illian is 
missing the short arm o  chromosome  due to an unbalanced translocation. The 
long arm o  chromosome  took the place o  the short arm o  one o  the copies o  

. This rare condition which a ects only about  in ,  does not ha e a 
name  and is simply called p  or p deletion. 

I thought I had life pretty much planned at that point and, for a while, this brief 
phone call seemed to have caused my life to break apart like a melting iceberg with 
pieces scattering here and there. ooking back now, all that was brought into my li e, 
all that occurred, all that began, and all that ended were meant to happen for my 
own growth and enlightenment – an enlightenment I feel spreads far beyond myself 
and my family as I believe we are all connected. 

The main way that p  mani ested or illian earlier in li e was that she had delays 
with motor skills, articulation issues, anxiety, fears and gastrointestinal concerns. 

ow at  years old, illian is ery hard to understand when she speaks. he simply 
cannot articulate in the way most o  us can. The shape o  her mouth and the inability 
or the tongue, lips and mouth to coordinate properly are what cause this. he is a 
smart young lady and has all the words and thoughts she wants to say in her mind, 
but simply can't get most of them out in an understandable way. 

illian s brother, Thomas, was born in o ember . e was healthy and double 
the weight o  illian  ust o er a year a ter Thomas was born, in ecember , I 
separated rom Thomas and illian s dad and, in eptember , we were di orced. 
I know some are of the opinion that having a child with disabilities is too much 
strain for many marriages to handle. In our case, I feel that this would be at the 
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bottom of the list for why our marriage failed. It was simply a union that was not 
meant to last. So began this journey of being a single parent to Lillian and Thomas. 

Although Thomas has not been diagnosed with a disorder, had I pursued a diagnosis 
for him as a toddler, and even now, I feel sure that he would be diagnosed with 
Sensory Processing Disorder, and ADHD, or something similar. I feel certain as I’ve 
spent enough time in this world of differences to recognise the signs. I have chosen 
not to have him diagnosed and for now I use techniques that I have used with Lillian 
and other techniques and skills that I have taught myself. The underlying theme of all 
techniques that I parent with and model to Thomas and Lillian is one of mindfulness, 
spirituality and loving kindness.  

Thomas is a true gift and teacher extraordinaire. Just when I think the things I teach 
and model go unseen and unheard, he says or does the exact thing that was needed. 
He says things like, “One gift is always free … LOVE” and “This is the BEST day of 
my life.” He has an innate empathy for those younger than him, the underdog and 
those who are different. Last April, Thomas completed a photo-a-day project. Every 
day for 365 days, he took a photo of a LEGO photographer taking a photo and 
posted it on Instagram. As soon as his publisher (me) has the time and money, this 
will be made into a book. 

We call ourselves Team TLC to 
correspond with the rst letter o  
each of our names. I believe it was 
in 2009 that I felt we were drifting 
apart and that we needed something 
to bring us back together. The idea to 
start referring to our family as a team 
settled into my heart when another 
mother commented that she treats 
her family like a team. While 
pondering this thought, using the 

rst initials o  our names came to 
me. I was so excited when I 
discovered what our initials spelled. 

Thomas and Lillian loved the idea and so Team TLC was born. We even get mail 
addressed to Team TLC. It was and is a true blessing.  

We got rid of our television in 2008 and have been without one since. I simply did 
not want the kind of energy that is broadcast via television shows, movies and 
commercials. We have a long standing tradition (since Lillian was born) of having a 
movie night once per week. I usually get our movies from the local library. We watch 
them using a MacBook Pro and a projector. It’s something that is very meaningful to 
all of us. I put much thought into the type of movie we watch – only movies with 
little to no violence that have an underlying theme to which I am in agreement AND 
movies that make us laugh. Laughing is so good for us.  

Australian Institute on Intellectual and Developmental Disabilities  �27
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smart young lady and has all the words and thoughts she wants to say in her mind, 
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illian s brother, Thomas, was born in o ember . e was healthy and double 
the weight o  illian  ust o er a year a ter Thomas was born, in ecember , I 
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bottom of the list for why our marriage failed. It was simply a union that was not 
meant to last. So began this journey of being a single parent to Lillian and Thomas. 

Although Thomas has not been diagnosed with a disorder, had I pursued a diagnosis 
for him as a toddler, and even now, I feel sure that he would be diagnosed with 
Sensory Processing Disorder, and ADHD, or something similar. I feel certain as I’ve 
spent enough time in this world of differences to recognise the signs. I have chosen 
not to have him diagnosed and for now I use techniques that I have used with Lillian 
and other techniques and skills that I have taught myself. The underlying theme of all 
techniques that I parent with and model to Thomas and Lillian is one of mindfulness, 
spirituality and loving kindness.  

Thomas is a true gift and teacher extraordinaire. Just when I think the things I teach 
and model go unseen and unheard, he says or does the exact thing that was needed. 
He says things like, “One gift is always free … LOVE” and “This is the BEST day of 
my life.” He has an innate empathy for those younger than him, the underdog and 
those who are different. Last April, Thomas completed a photo-a-day project. Every 
day for 365 days, he took a photo of a LEGO photographer taking a photo and 
posted it on Instagram. As soon as his publisher (me) has the time and money, this 
will be made into a book. 

We call ourselves Team TLC to 
correspond with the rst letter o  
each of our names. I believe it was 
in 2009 that I felt we were drifting 
apart and that we needed something 
to bring us back together. The idea to 
start referring to our family as a team 
settled into my heart when another 
mother commented that she treats 
her family like a team. While 
pondering this thought, using the 
rst initials o  our names came to 

me. I was so excited when I 
discovered what our initials spelled. 

Thomas and Lillian loved the idea and so Team TLC was born. We even get mail 
addressed to Team TLC. It was and is a true blessing.  

We got rid of our television in 2008 and have been without one since. I simply did 
not want the kind of energy that is broadcast via television shows, movies and 
commercials. We have a long standing tradition (since Lillian was born) of having a 
movie night once per week. I usually get our movies from the local library. We watch 
them using a MacBook Pro and a projector. It’s something that is very meaningful to 
all of us. I put much thought into the type of movie we watch – only movies with 
little to no violence that have an underlying theme to which I am in agreement AND 
movies that make us laugh. Laughing is so good for us.  
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Whenever I share that we don’t 
have a television, many times I get 
asked, “What does your family do?” 
We take lots of walks, play board 
games, card games, Bingo, read, 
read, read, go to parks, draw, write, 
and sometimes we cook together. It 
i s my s incere hope that by 
eliminating television and limiting 
screen time that I am helping there 
to be three more people in this 
world who know that happiness and 
peace are within us and not outside 
of us. 

Going on a monthly date with Thomas and Lillian separately is another special time 
that I share with them. Thomas and I usually go for a walk somewhere beautiful, 
sometimes out to eat, sometimes to the pet store or to the toy store to look at LEGO 
sets; sometimes we visit a huge home furnishings store, pick out the furniture sets we 
like and pretend, and sometimes we visit the used book store and have fun picking 
out a book. Lillian and I usually go somewhere for a gluten free dessert, sometimes 
out to eat, sometimes to one of our favourite parks to read and throw the frisbee, and 
sometimes we visit the used bookstore too. I try to make sure I have a monthly date 
day with myself also. If Thomas and Lillian are able to spend the night with 
grandparents, I stay home and read and sometimes watch movies. If I have to leave 
the house, I may treat myself to lunch or coffee, go for a walk and sometimes to the 
library to write. 

hen illian was about  years old, she got her rst computer. he was ad anced 
with her reading skills and had so much to say, yet could not get the words out. I felt 
strongly that she needed an outlet to express hersel . he hasn t stopped since . I 
created a blog for her shortly after that and she actively blogs on her website 

illian arnell.com . he writes book recommendations, short stories and poems. 
he is being home schooled currently and also shares research assignments on her 

blog.  

illian en oys the chance to be artistic in many ormats. he created an abstract 
drawing in 2012 that we titled “The Egyptian Eye”. We recently sold prints of it to 
help pay or attending the  hromosome  egistry  esearch ociety 
Conference. In fact, Lillian is pretty amazing when it comes to expressing herself 
through the arts. As mentioned above, she writes short stories, poems and creates 
illustrations. Most of her content involves nature and fairies and is always fantastical 
and imaginati e. I nd her stories and poems extremely mo ing.  

Here are two poems she wrote in 2011:  
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“Life is so happy, it makes me cry. And I cannot, tell a lie on April Fools. The point is 
that you will have a non-stop loveable brain. And it has our choices in it.”  

“A poem is a sweet brainer. You listen to music. And the point is that your creative 
brain is a ban . nd listen to it. I love you a lot of pretty o ers.  

In fact, Lillian is soon to be a published author as soon as her publisher (me) has 
time to pull together the poems she’s created over the past 6 or 7 years. Lillian loves 
to create her own made-up games and can literally get lost for lengthy periods of 
time playing with shadows. She delights in making everyone in the room aware of 
the shadow adventures.  

She is also an amateur nature photographer and continues to perfect this by the day. 
When she was around 4 years old, she loved taking pictures of food. I have been an 
amateur nature photographer for the past several years and she seems to enjoy this as 
much as I do. There’s just something about being amongst the beauty of nature and 
capturing it in one’s own unique way. Another of Lillian’s passions is tracking the 
weather. She follows local and non-local storms, humidity levels and many other 
weather occurrences. She has a nightly ritual of sharing the humidity percentage 
with me and watching nightly Accuweather videos. 

A hobby of mine is to be aware of and notice heart shapes in 
rocks, clouds, lea es, flowers, nature, ood, and e en bird poop. I 
take pictures of almost all the hearts I come across and share the 
pictures on social media. Thomas and Lillian have become my 
helpers with this hobby and thoroughly enjoy discovering heart 
shapes almost e ery day. ith excitement they will nd me, lead 
me to their heart discovery, and say, “Aren’t you going to take a 
picture?”  

Lillian has always had anxiety and worries related to certain 
situations, venues, and schedules. Some of these are stairs, escalators, people with 
stern oices, automatic flush toilets and hand dryers, small enclosed areas and big 
open areas. In addition to a fear of all animals and stuffed animals. Some of this 
stems rom di culties with illian s propriocepti e system and some rom sensory 
processing issues. 

I am still on this journey of attempting to learn Lillian’s nature. I’ve come a long way. 
What I do know, what my internal compass is rock solid about, is that Lillian’s 
contributions to humanity will not come forth in the typical way of going to school, 
graduating, going to college, and getting a job (or some adapted version of this). And 
something else I know is that it’s okay if there’s a shift within her and she does go the 
typical route. She is an artist and her contributions are manifesting and will continue 
to manifest in this way. As I write this, I realise, she s got something gured out that 
many o  us stri e to gure out our whole li es. ow to be yoursel  and how to 
express yoursel . nd how to express onesel  in a way that bene ts humanity and 
spreads loving-kindness.  
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Lillian loves and enjoys life. In fact, she is confused when, at her prompting, I or 
those around her don’t stop what they are doing and BE in the present moment, 
enjoying life and being happy. 

In December 2014, Lillian caught a pretty bad cold. At the same time we had just 
attended her transition IEP for moving to middle school next year. Internally, Lillian’s 
teenage hormones were making their appearance as she had just turned 13 in 
September. Illnesses take a harder toll on Lillian, even if it is just a cold. She missed 
some days of school, went back for one day and then seemed to get sick all over 
again. Her cold had turned into a sinus infection.  

After the sinus infection cleared, Lillian refused to go back to school. This wasn’t just 
a case o  illian being stubborn and de ant. I could sense a deep ear and high le el 
of anxiety. I tried to help Lillian through this time by addressing and solving whatever 
it was that was causing the fear and anxiety. During this same time, Lillian’s ability to 
cope and remain calm seemed to be dissolving. Whenever her schedule was 
changed or didn’t work out or things didn’t go as she thought they should, she would 
go straight into a horri c meltdown with an explosion o  screaming, hitting, 
pinching, and scratching. It was lightening fast with hardly any space between 
something going wrong (in her mind) and the explosion.  

t this point, I decided that I needed pro essional help. In pril , I nally 
located an acceptable psychotherapist that took Lillian’s insurance to work with 
Lillian and I on mindfulness techniques, dialectical behaviour therapy, and cognitive 
behavioural therapy. I know that there are medications to help with these di culties 
but my inner compass is very strong in that I am supposed to try the non-medicated 
route rst. I absolutely do T udge other parents or the routes they take on this 
complicated and complex journey. The part of me that would have judged no longer 
exists within me, thanks to Lillian and Thomas.  

It was (and is) my intention to help Lillian be in tune with her body’s feelings and 
emotions so that she can recognise when anger or sadness are present. And to then 
have her use mindfulness techniques and emotional connection to connect with 
negative (and positive) emotions. First and foremost to get her past the point where 
she feels out of control leading to screaming and lashing out at others (myself and 
her brother, Thomas).  

This is furthering my own mindfulness learning as I must be mindful when Lillian 
disconnects. I must also be patient, flexible, and learn how to not take words or 
actions personally. There are absolutely days and moments my thoughts go straight 
to, “It’s time to look into medication.” However, once the moment has passed so has 
the thought. As long as we are making progress we’ll continue this path. Although 
Lillian has not returned to school yet, we are making slow progress. I use the term 
we as this is de nitely a team e ort by all three o  us.  

She had one extremely huge meltdown turned into explosion this past July. We made 
a quick stop at the grocery store to get a few items. I was a bit overwhelmed as the 
store was super crowded. I was trying not to forget what we needed and to carry on 
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small talk with Lillian. We took a few minutes to smell the essential oil perfumes and 
wonderful handmade soaps. Then we chose a gluten free cookie for all three of us. 
After this, I decided to return an item since we were close to the customer service 
counter. The wonderfully kind cashier offered to ring my other items since I only had 
a ew. I accepted. illian had caught up with me at this point and once I was nished 
paying, I could sense her energy shift.  

Apparently, there was miscommunication between the two of us about Lillian 
looking at more gluten free desserts. This quickly led to a volcanic like explosion for 
Lillian with screaming and lashing out at me. Fortunately, I was close to the exit 
doors, so I made my way out and headed to the car with Lillian screaming and 
yelling behind me. I quickly got into the car and invited Lillian to do the same if she 
was going with me. She was not open to doing any of the mindfulness or other 
techniques we’ve been learning.  

I decided to start making our way home even though she had not calmed down. 
Perhaps not the best choice in that moment. She was scratching, pinching, and 
pulling my hair from behind. As soon as it was possible, I pulled over, turned to 
Lillian and screamed some ridiculously outrageous comments, and decided I must 
get out of the car. We needed space between us as I was in a great deal of pain from 
the scratches and she was a big hot mess. Once out of the car, I closed my eyes and 
asked to see the situation differently. I opened my eyes and shining up at me from 
the rock and dirt lled ground was a beauti ul red ewel heart. I knew that was in 
answer to asking to see it differently and a reminder to always respond with love. (I 
have a picture of this if you want to include it.) 

At this point, Lillian was ready to do a calming technique and I requested that she do 
it on her own. She got out of the car and chose to pick up a couple of rocks and 
study them. After a few minutes we got back into the car and drove home. We’ve not 
had anything of that magnitude happen since then and I am hopeful this was simply 
“one step backward” before more steps forward. When this happens for Lillian, one 
of us has to be fully present and mindful or things can escalate. 

Thomas does not escape having a meltdown here and there also. As I shared earlier, 
he has sensory issues and his thinking is extremely linear right now. We were at a 
small theatre last night which was packed. A presenter was being announced with 
much fanfare and loudness. Thomas almost could not stand it. He was shivering and 
had his hands covering his ears. At the annual Chromosome 18 Conference this past 
July, during the farewell dinner, the microphone made an ear piercing loud squeal. 
Thomas got so scared that he turned pale and had to come sit next to me.  

At the conference there is always a sibling track. Thomas has been a part of the 
sibling panel for the past two years so I signed him up again this year. He mistakenly 
thought I signed him up to only be involved in sibling activities and to not be in the 
“day care” room with the young self-advocates (those his age and younger). He had 
quite the meltdown about this, declaring that he wanted to be with the kids like 
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Lillian because they get him. He certainly has a special connection with his self-
advocate friends. 

I began to expand my awareness right about the time I got married in October 1998. 
I could not sleep one night, got up, and turned on the television. Stephen Covey was 
being interviewed about his book, “The 7 Habits of Highly Effective People”. It was 
the exact message I needed to hear and that began a 17 year journey (and still 
counting) of seeking and devouring similar books and materials. This journey began 
with self-help, self-improvement, parenting, and entrepreneurial books and has since 
transitioned to personal growth, self-healing, mindfulness, and spirituality.  

It is my belief that humanity is blessed by and with children with intellectual and 
developmental disabilities to help us shift towards love and acceptance of all of 
humanity. In addition to breaking us free of the “it has to be done this way” 
mentality. For those like me this certainly does involve learning empathy and 
compassion with mind ulness as a base and breaking the old inflexible habits o  
relying on what we thought was right and wrong and acceptable.   

Having Lillian and Thomas in my life has brightened and expanded my life in an 
amazing way. I have released long held judgments, learned what it really means to 
be patient and flexible and how to look into the eyes o  another and know that we 
are one and that person’s actions and words are not coming from their true self.  

This has also been about learning that what causes me frustration with each of them, 
has to do with me and not them. The pre-Lillian me was severely judgmental of 
single moms, other people s parenting skills, and those in nancial hardships. This 
has completely shifted for me. I am human, and still do have judgmental thoughts 
arise. However, most times I notice them and do not voice these harsh thoughts 
against my fellow brothers and sisters.  

At times, I know that it may look to others that I’ve got this all under control and I 
make it look easy. Believe me, it’s not always as it seems. I parent Thomas and Lillian 
alone. With both of their issues and Lillian’s therapy appointments and mystery 
ailments, a traditional ob simply does not t that e uation. I ha e yet to reco er 
nancially rom the separation and di orce. ll bills and debts were solely in my 

name.  

In 2008 when I could no longer pay for our car, I chose to make it a celebration of 
welcoming the new instead of an occasion to mourn. I did this to make it easier for 
Thomas and Lillian and I feel every ending is a new beginning. On the day we were 
to return our car we baked cookies, wore party hats, and listened to happy music as 
we cleaned out the car. One winter we had record breaking cold temperatures. Our 
urnace uit working, was not repairable, and I did not ha e the money to buy a new 
one. I moved us all into the master bedroom with three oil heaters and closed the 
doors. We pretended we were basking in the warmth of a tropical island. 

Bitterness, anger, and victim mentality are no longer deeply present within me. This 
doesn’t mean that I no longer feel these and other negative emotions. They are a part 
of humanity and will continue to be experienced. However, I have learned skills and 

�   Australian Institute on Intellectual and Developmental Disabilities32

         v28/4/’15 : interaction

techniques to connect with emotions, to be with them, and learn from them. Once 
we learn what an emotion is attempting to teach us, it dissipates on its own. This is 
just simply something that happened, and I feel this happened in furtherance of my 
own growth and learning how to be me, to share my true gifts and talents, and to 
earn money for my family by expressing myself and those gifts.  

I am an author of a best-selling book, life coach, and substitute teacher at Thomas 
and Lillian’s school - High Desert Montessori School in Reno, Nevada (although, 
Lillian is being home-schooled right now.) With each of these expressive “jobs” I get 
to be me and bring my life’s experiences and gifts to share. In addition to these, I 
have a daily meditation practice, am a student and teacher of mindfulness and 
emotional connection, love taking walks, and love photographing nature. 

Since the night of receiving the gift of not being able to sleep and hearing Stephen 
Covey share his message, I have been on a journey of awakening to my own 
worthiness, the treasures and gifts that I have to share with others, peace, and a love 
of all humanity, animals, and nature. This has been an incredible journey of 
receiving gift after gift; with some of these gifts wrapped around some painful 
moments and events.  

A major concept that I have learned over these past 17 years is that one should try to 
remember to always respond with love in all circumstances. When we remember 
this, miracles happen. I de ne a miracle as a shi t in perception as well as 
synchronistic occurrences.  

The three o  us, Team T , are a per ect t to be a part o  one another s ourney in 
this life. I feel it is no accident that we are a family and I feel we are each mirroring 
the facets of one another that we would like to shift. There are certain moments I feel 
anything but blessed and grateful for this journey. However, in moments of being 
true and mindful, I am indeed extremely blessed and grateful for the gift of 
enlightenment birthed by Team Members Thomas and Lillian. 
  

Camilla Downs is a Mom, best-selling author, life coach, 
speaker, facilitator, and amateur nature photographer. In the 
spring and summer of 2015, Camilla prepared for and facilitated 
a Parent to Parent Support Parent training hosted by Family Ties 
of Nevada. Camilla's book “D iz for Different - One Woman's 
Journey to Acceptance” was a #1 Best-Seller in Special Needs 
Parenting and #2 Best-Seller in Self-help. She lives with her two 
children, 13 year old Lillian, and 9 year old Thomas in Reno, 

Nevada. Lillian has a genetic abnormality called 18p-.� 
Camilla has studied self-help, spirituality, mindfulness, self-actualisation and emotional 
connection for the past 17 years. She feels her life purpose is to share openly with others her 
own experiences, growth and learning, which she does through coaching, social media and 
her blog. Camilla's coaching sessions are unique in that they can be as short as 20 minutes or 
as long as 60 minutes. There's no homework or goal setting, with the focus being on 
connecting with and clearing the thoughts, feelings and emotions that have you feeling stuck. 
You can learn more about Camilla and her book at www.CamillaDowns.com. 
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Lillian because they get him. He certainly has a special connection with his self-
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worthiness, the treasures and gifts that I have to share with others, peace, and a love 
of all humanity, animals, and nature. This has been an incredible journey of 
receiving gift after gift; with some of these gifts wrapped around some painful 
moments and events.  

A major concept that I have learned over these past 17 years is that one should try to 
remember to always respond with love in all circumstances. When we remember 
this, miracles happen. I de ne a miracle as a shi t in perception as well as 
synchronistic occurrences.  

The three o  us, Team T , are a per ect t to be a part o  one another s ourney in 
this life. I feel it is no accident that we are a family and I feel we are each mirroring 
the facets of one another that we would like to shift. There are certain moments I feel 
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