
We have had an extremely busy three months with organising the dinner  
dance which was held on June the 20th,everyone worked hard, the night was a 
huge success with lots of positive feedback. 
I would like to thank you all for the great work you all put in to making the 
night a success, we all worked hard and as a team were able to make a fun and 
successful night happen. 
Many support groups offer a peer support, putting people in touch with others 
in the same boat I believe we have been successful in achieving this through-
out our first year as an active charitable organisation, we not only have been 
successful with helping many families by providing goods and services, but  
we have also connected them to each other helping them feel supported emo-
tionally as well as physically by running the online support group and support 
group meetings, which include phone calls, emails, newsletters, relaying infor-
mation and connecting across the globe as well as within Australia, actively 
physically getting together and also reaching out to each other through post 
and phone, all lines of communication is important, and we as a group have 
been successful in allowing the families to respond to these services that we 
provide. 
This month has seen me writing reports and outlining our goals and objectives 
and also talking about the purpose of the Charity. This year in total we have 
helped Beneficiaries by providing support and much needed financial assis-
tance, in areas such as respite services, equipment, clothing, continence aides 
and other much needed help. 
The purpose of our projects was to help these families by Creating a Better 
Life for them, by providing much needed funding, aides and equipment for 
children, young adults and adults who suffer from Trichothiodystrophy 
 Xeroderma Pigmentosum and Cockayne Syndrome. 
One of the desired outcomes was to enhance the quality life for these individu-
als by helping them create a Better life by giving them the opportunity to seek 
our support and help, we as a group have achieved this for many families in 
the last twelve months. I have also learnt that we have scope to make our pro-
jects grow and extend this by helping other organisations and connecting with 
them to help them understand these individuals and their needs. 
The Friends of Sammy-Joe Foundation is keen to continue to work in partner-
ship with other organisations, such as the Genetic Support Network of Victo-
ria, the Hume City Council, Moreland Council and many more organisations 
such as the Ian Potter  Foundation, The Lord Mayor Trust fund. and many 
more by continuing to raise Awareness on the conditions enabling early     
diagnoses and also finding other sufferers who may be going undiagnosed. 
The Friends of Sammy-Joe Foundation not only provide the financial  

  assistance these families need but we also help provide the emotional support        
  that these families require whenever they feel that they are alone, they feel    
  understood and safe by being involved in the support group. 
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      Transition – continue putting forward community perspective need for effective transition processes and sup-
port given to for young people with genetic conditions, rare conditions, chronic conditions such as 
Trichothidystrophy, XerodermaPigmentosum, Cockayne Syndrome. To Continue to work as a team with 
other community groups enabling the Friends of Sammy-Joe Foundation to work in partnership with them. 
To continue to fundraise, raise awareness and promote the charity Appropriate support and access to services 
for people prior to diagnosis (this period can last up to 15 years, especially for people with rare conditions).   

       People with  this genetic conditions must have and must be supported in taking up opportunities thus creat-
ing a Better Life Moving towards a Genetics/Rare Conditions strategy in Victoria/Australia To continue to 
work in partnership with other organisations and reconnecting these families into the community by raising 
and providing much needed funding. Some of the other things we need to work on are Policies for the resolu-
tion clause and Policies in general.    

  Purpose of resolution Clause  

      The purpose of this policy is to: outline a standard procedure for  the CEO and Powers given to the CEO 
thank you again for all of your help in making 2008/2009 a successful year without all of your help we could 
not have achieved such a successful outcome, there are many people that we need to thank for all of their 
contributions and support and we will be outlining this in our Newsletter.  

Please remember also Professional Counsellors are helpful, but there is nothing more powerful than talking 
to someone who has been in the same boat as you, thus I believe our Greatest achievement this year is  
showing these parents that we were able to connect with them and reconnect them into community groups by 
providing them the much needed support they required. 

                                                                                                             Thank you  
                                                                                                               Regards  
                                                                                                             Maria Liistro  
                                                                                                        Founder and  CEO  
                                                                                       Of The Friends Of Sammy-Joe Foundation  

What a great night the 20th of June 2009 turned out to be for our Charity event held at Ferraro Reception Centre 290 
people turned  up. It was a successful and night full of enjoyment and fun The night started off with our Wonderful 
President making her speech which will be attached to this newsletter for all to read, then the CEO said a few words, 
that s me of course, I was amazed and in awe of the amount of people who so generously donated time and money to 
this event, I am extremely grateful to all involved, I will be sending out formal thank you letters soon, but wanted to 
acknowledge everyone through this newsletter. The evening started off with a sensation the Band Volume who is 
connected to one of our families in our support Group Lewis and Nadia Kattoura performed an outstanding perform-
ance, the crowd enjoyed a bit of multi-culturalism with the Lebanese songs and enjoyed the beat of the drums and 
their wasn’t a dry eye in the place when the children got up to dance. Thank you to Volume for donating their time to 
this event.The children were happy as we all got up to dance and do our little belly dancing. Also The Band Alias 
who generously donated their time and performance for the whole night  everyone in the band has a close connection 
to us (Sammy-Joe’s uncle) and has been wonderful for the lead up to the event and also on the night, Thank you for 
your support guys, the night would not have been possible if it wasn’t for all the wonderful people such as yourselves 
who put in countless hours into making this night a success thank you  to Claude Inturrisi, Michael Pittogi, Joey In-
turrisi, Tony Vernarli, Melanie Sicura What a fantastic Performance from the band. Our other Entertainers on the 
night who donated their time Harry Houdunit  Adrian what a wonderful entertainer with his magic tricks and pranks, 
the crowd enjoyed his 20 minute show, we are very grateful to Adrian who also is a pastor and sending prayers to the 
children. Thank you so much Adrian for all your time and efforts .After the very yummy main course we were enter-
tained by Italo Elvis Impersonator which was a real crowd pleaser , everyone danced and enjoyed all his shaking and 
rocking and rolling Thank you to Italo for his great and fun performance the kids got to take some pics with him and 
I got to take home his scarf Everyone put in a wonderful performance there was lots of happy faces and lots of smiles 
all round .It was a great night, Even some of the staff at Ferraro reception Centre donated their time to the event. 
Thank you most of all to Our Wonderful Committee who put in endless hours of work to make the event happen. 
Thank you again guys I am very proud to be part of a great team.  
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President Carmen Cappelo and CEO Maria                Italo Elvis Impersonator 

The Night would not have been a success without the wonderful participation of our sponsors.  

The Geelong Football Club, The Essendon Football Club, Bonds Pacific Brands Aus-
tralia, Steven Gioskos for Melbourne Victory top, Stan The Man boxer for his boxing 
gloves and signed posters, Melbourne Victory Soccer Club, Daniella and Sylvia Liistro, 
The Melbourne Tigers, Michael Barbagallo Skirmish tickets, Innovations hairdresser 
Craigieburn, Nudo Hair Design, Antonopoulos family for camping table and chairs, 
Rosa Scollo for relaxation hamper, The French Lettuce Company Maria , Mella and 
Zoe Perspective Hair and Beauty salon, The Friends of Sammy-Joe Foundation, The 
Craigieburn Deli Grays online Auctioneers, La Porchetta Restaurant, Australian Wine 
and Food Company, LaManna Fresh Fruits, Central Cleaning Supplies, Fruit Avenue, 
The Lions Club of Melbourne Markets, Balance and Harmony Kinesiology, The 
Health Exchange, Craigieburn Amcal Pharmacy, Celebrations Cellars Craigieburn, 
Hamper World Brunswick, Pantalica Cheese Company, Campania Alimentari, 
Ferraro Receptions, Ocean Grove Pizza and Pasta, Como Bakery, JA Carpet Clean-
ing, CMS Meats Glenroy, Lifestyle Portraits, Anna Pedis, The Hamper World, Aurora 
Ice-cream, And  THE GENETIC SUPPORT NETWORK OF VICTORIA. 

And a special thanks to  The Master of Ceremonies Michael and Claude for donating                       
their time, and to Lou Tony and some  of the waiters and staff at Ferraro Reception who              
donated their time.                                                                                                                                

Harry Houdunit making Magic Our Beautiful Committee Members 



 

Elvis shaking his hips 
The staff of ferraro’s 

Our hard working team 

Some happy faces 

Alias Rocks The Night 

Our founder thanking everybody 



A Letter from overseas about Sammy Joe and he’s condition 

From my experience as a nurse I have had the opportunity to work with disabled children, and in that time I have 
learned a few things I’ll try to express them in regards to one person I am just learning about hopefully it will help 
others in their interactions with him. My interactions have been very limited with him and over the internet but I 
have seen him respond to voice and what I am saying with great joy. 
Sammy-Joe is a unique case he has had his mother by his side always, as a care provider coming into the home you 
need to know this he needs some special treatment and with this it will make your job easier as well as make things 
easier on all involved 
firstly you need to validate what he is feeling they are his feelings and they are quite powerful  
secondly always use compassion with him move in a slow manor and avoid making loud noises or rapid movements 
when needing to make physical contact with him speak in a soft manor and tell him what you are doing ask for his 
involvement and give him options of things to do but do them with him 
save the cleaning for when he is asleep Sammy Joe is very funny and loving if you will just attempt to make the con-
nection with him as are most special needs children they haven't learned the ability to be mean or malicious as a care 
giver you must remember this by giving him choices you involve him in the decision process making him want to do 
it more you must also be ready to change tasks rapidly as these children usually have a short attention span unless 
engrossed in what they are doing 
I know where I live here in the states you would be doing twice as much for half the pay 
so go that extra bit and get to know him to make his and your time spent together more enjoyable. 
The cost of this care is 246,376 a year out of that his mother pays 154,440 and the Australian government pays 
91,936  so you can see that most of the burden falls on his parents and the family. You can help out please go here 
http://www.vp-it.com.au/sammyjoe/ this is the direct site to make donations  as I have said most of the burden for his 
care falls on his family and all support you can give will help. 

                                                                               An overseas admirer  

An Article to Remember .    
 
This article was one of the first articles that went to the papers 
to show the courage and support that  Sammy Joe and his 
family had to endure since this article went to print he’s life 
has changed for the better, he has a tremendous support team 
behind him and the other children on the foundations list, they 
now have a outdoor play centre that they all get together and 
enjoy a better quality of life.  
 
    

The children's new play centre 



SHOW YOUR SUPPORT FOR THE FRIENDS OF SAMMY-JOE FOUNDATION BY  
PURCHASING THESE ITEMS . 

 
We are selling pens at 2.00 dollars each again as they where a great success, please support us by purchas-
ing these items, also we have shaker tins, if you think you can help with selling these or keeping a tin at 
your local business, please call Maria on 0407 558 151 and we will get these items to you. 

Sammy-Joe has a Facebook which is updated regularly and also includes information about our Founda-
tion ,The Friends of Sammy-Joe Foundation , we are raising awareness for our cause through Facebook , 
please have a read and add yourself as a friend so that you can keep with the updates , the Facebook has 
lots of information and photos . 

                 Sammy Joes facebook  

 
I have discussed the need to engage Sammy- Joe but I didn’t explain how, the thing you have to remember as a care 
provider it that despite his size he has the mental capacity is that of a 3 to 4 year old. With that in mind you must 
design activities that would engage a child of that age. Children of that age fall into the category of preschool chil-
dren, what this means in cognitive development is that the child will be involved in parallel play as well as associa-
tive play. Parallel play is independent play but where they play along side of someone mimicking them in their ac-
tions, where as associative play is where they play in loosely associated groups. This associative play is a very short 
term activity. Play at this stage is very important in that it should stimulate the imagination and engage the child. 
When playing provide a busy colorful environment with distractions that occur naturally to allow for the sense of 
discovery  with a mentally handicapped child they may need to be taught to play this is done with parallel play 
where the chills can mimic the activity of the care provider.  
In Sammy-Joes case he can and will play but you as a care provider must engage him this is done through giving 
him a choice between 2-3 tasks and allowing a reasonable amount of time before you start engaging him in play.  
Play can range from coloring to role playing with dolls to simple puzzles the key is to involve him and offer praise 
Sammy-Joe is a pleaser the more you involve him and praise him the longer he will be engaged in the activity. As a 
care provider for a special needs child you need to understand developmental age and how to apply that to the act 
of playing and communicating with the child remember size can be deceiving as the case with Sammy-Joe he  has 
the size and look of an adult but mentally he is between 3-5 years of age so think about what would engage a 3-5 
year old child and plan from there.  
The other thing to remember is the value of self expression this is done through art at this age so offer things like 
finger painting and modeling clay for him to play with and explore this too will engage him and make your job eas-
ier as if he is happy and engaged primarily all you have to do is just be there and work along side of him, but first 
you must gain his trust, and this is done by interaction like with any child the more you interact and provide a quiet 
secure environment the more that child will bond with you and allow for an enjoyable environment. I know this is a 
lot to take in but as a care provider you are tasked with caring for this child to a level that is suitable for the child’s 
current growth and development and sometimes it’s the development that is more important then the growth as the 
case here. Doing this will ensure a more positive environment for Sammy-Joe which will also provide you with a 
more peaceful and controlled  work environment. Applying this will ensure your success with any special needs 
child you are tasked to care for in the future, as well as make your current position easier.  

Some play ideas for Sammy-Joe 



The Friends of Sammy-Joe Foundation Held a 
charity Dinner dance on June the 20th at Ferraro 
Receptions in Campbellfield , where 300 people at-
tended . The Band Alias was kind enough to do-
nate their time and their sensational music to us for 
this event , the band worked hard leading up to the 
event making sure their music was superb for the 
night . Without the generous hearts of these very 
special individuals who all added their own per-
sonnel touch and unique sound to the night , our 
night could not have been a success. The Band 
held the crowds attention all night long and was 
able to provide cover songs , originals and also 
added a multi cultural touch to the night . 

We express our sincerest gratitude and heartfelt 
thanks to you all. Thank you so much to all of you 
that donated your time , love , care ,effort hard 
work and most of all the  beautiful music for this 
very special event .The children of the charity also 
bopped away on the night to the fantastic music 
that the band covered. I will highly recommend 
them to my whole network of friends and associ-
ates , GREAT JOB ALIAS !!                                                                                    
Thank you  Sincerely your Maria Liistro Founder /
Ceo To The Trichothiodystrophy , XerodermaPig-
mentosum , Cockayne Syndrome Trust Fund also 
known as The Friends of Sammy-Joe Foundation 
www.aliasmusic.com.au 

Testimony for ALIAS 

http://www.aliasmusic.com.au�


                        KIMBERLEE KAY – A LIFE STORY 
 
Kimberlee Lucy-Ann Kay was born on 12 April 1994. 10 weeks early and weighing just 1020g or 2 pound 4 ounces. We found 
out early on that Kim was a fighter! She required ventilation for many weeks and was fed through a drip. At 6 weeks old she was 
rushed to Brisbane from Rockhampton for urgent heart surgery. We also discovered Kim has hypothyroidism requiring lifelong 
daily medication (under active thyroid). After this surgery Kim stayed in Brisbane for 6 weeks and was then transferred to Rock-
hampton.  After another 6 long weeks ‘fattening” her up we were finally allowed to take our baby home (although on oxygen)! 
Kim stayed on oxygen for 9 months. She had a lot of the normal “premmie” problems- being small and slow to develop. At 6 
months Kim was diagnosed with retinopathy of prematurity (detached retina)in her left eye requiring surgery. Back to Bris-
bane…. Kim has had 4 surgeries to her eye and has now lost all sight in it. We decided to relocate to Brisbane as we were travel-
ling every 4-6 weeks for specialist appointments and we couldn’t afford all the travelling.  At 18 months we found out Kim has a 
severe hearing loss in both ears and needed hearing aides. Kim didn’t sit up until she was 2 and didn’t walk until nearly 4 years. 
At 4 years of age Kimberlee was diagnosed with Scoliosis ( curvature of the spine). She was required to wear a brace 22 hours of 
the day. Unfortunately, the brace didn’t stop the curve from progressing and Kim had her first spinal surgery just before her 5th 
birthday. Kim has, to date, had around 15 surgeries to fix and lengthen metal rods to her spine. In November, 2006 the curve had 
gotten so severe she required full spinal fusion. This means her whole spine is stuck together to prevent the curve progressing 
further. Unfortunately, Kim’s torso won’t grow anymore. During this admission to hospital Kim had a seizure and both lungs 
collapsed and she ended up with pneumonia. She was one very sick little girl. But the fighter in her came through and just 6 days 
later she was up and about (and home). Kim even made it to her primary school graduation just 2 weeks after surgery and was 
determined to walk!! Two weeks ago we saw the  Orthopaedic Surgeons and they said they Kim’s case was one of the most dif-
ficult they had ever had.  There is no more they can do to correct the spine and eventually she will succumb to pneumonia. 
We received the diagnosis of Trichothiodystrophy when Kimberlee was 5 years old. She didn’t have any hair and we started to 
investigate reasons for it. This is a rare disorder which means Kim has very dry brittle hair from sulphur deficiency, small stat-
ure, icthyosis (dry skin), intellectual disability and also autistic characteristics. Diagnosis is made by studying hair samples under 
a microscope. It has a ‘tiger’ like appearance (stripey). 
As well as all this, Kim has had ear trouble. She has had 4 sets of grommets inserted, had tonsils and adenoids removed and had 
dental surgery. Despite all of this Kim is such a wonderful, loving person. She is always ready for a kiss and cuddle. She is also a 
very compassionate person and very friendly.  She also has the  most wicked sense of humour!!!We are just starting a new form 
of communication with her and it seems Kimberlee is much smarter than we give her credit for. She has taken to it very well, 
proving she can actually read, spell and count. In January 2009, Kim’s health has taken  a rapid decline. She is in enormous pain. 
At the last Scoliosis appointment it was discovered that her curvature had increased from 77 degrees (in Nov.) to 94 degrees 
(Jan). We have spent 4 days in hospital to work out a pain relief schedule to make her comfortable. Kim is not as independent as 
she was 3 months ago and I am now required to bath   and toilet her completely. She is unable to walk very much as she gets 
exhausted and it is painful. Kim has yet to return to school. She has outgrown her wheelchair and is using  one borrowed from a 
church that really isn’t suitable for her. Kim spent another 3 days in hospital just recently with pneumonia on a drip. The doctors 
told us this will become a regular occurrence as her lungs are being crushed and she will have more breathing problems. The 
pain medications Kim is currently only work sometimes…. And they are the hard core drugs like morphine. They seem to work 
for a few weeks effectively and then don’t keep the pain away so well.   

Kimberlee-kay & her sister Melinda 



                             Medical Notes for Trichothiodystrophy  

Trichothiodystrophy (TTD) a genetic defect which causes the child to not be able to process high sulfur proteins as a 
result this disease causes several defects in skeletal and neurological functioning usually starting in uterus. The prob-
lem with this condition is lack or pain management as evidenced by constant movement to find a position of comfort, 
but once the position is found the comfort is short lived and the child must move again to find comfort. The reason 
for this pain is that most patients have Dx that usually includes Scoliosis and Kyphosis which are both common of 
the under laying disease process due to the Osteopenia and Osteoporosis the disease causes. The resulting Kyphosis 
with it’s stress fractures and fusion of bone presents a very painful condition add to this the diminished mental capac-
ity of a child with TTD, who at worse can not express and at best has limited expression, and pain management be-
comes a major concern to reduce further injury to the child. Light is also a source of great pain for children with this 
condition and can often result in blisters and an allergic response to the light increasing the child’s level of discom-
fort. The best way to eliminate this problem is to reduce light levels to a level the child can experience without the 
effects of the condition; this is accomplished by tinting windows and installing special lights on a dimmer system. 
(grants are available to help with the costs of this process ask Maree)  Providing narcotic pain management for the 
bone pain and providing an environment with the needed light reduction will go a long way in increasing this child’s 
discomfort 
 Many TTD patients were born prematurely or were small for gestational dates. 
Some patients may have a form of TTD called PIBIDS (for Photosensitivity, Ichthyosis, Brittle hair, Infertility, De-
creased intelligence and Short stature). There is also a high frequency of congenital cataracts and of multiple infec-
tions. They may have skeletal abnormalities including peripheral osteopenia and central osteosclerosis. TTD patients, 
while sun sensitive, do not develop the pigmentary abnormalities of XP and do not have an increased frequency of 
skin cancer. TTD patients may have developmental defects in the nervous system including microcephaly. While 
TTD patients may have intellectual impairment, they usually are very social and have an outgoing, engaging, 
friendly personality. Typically, standard intelligence tests appear to underestimate their capability for social interac-
tions. The patients may have ataxia. The MRI shows predominately hypomyelination of the white matter of the cere-
brum. Atrophy of the brain is not a major feature. Some patients may have calcification of the basal ganglia. At pre-
sent the clinical course of TTD patients is not known. (Published in final edited form as: Neuroscience. 2007 April 
14; 145(4): 1388–1396.) 
This is actually quite normal for this disease process and as a care team of Parents, Care Providers, Nurses, and Phy-
sicians we all must work together and all understanding the same information about the disease process to provide 
the best care possible for these children with the approach of what can we do to improve the quality of life for these 
children while they are in our charge.    Please see included document; Trichothiodystrophy: A systematic review of 
112 published cases characterizes a wide spectrum of clinical manifestations 

   

The beautiful twins & family  Victoria, Maria & Victoria's 
Mother 



 Story for Support Group Play meets 

Short Biography of Carmen Cappello 
 
My name is Carmen Cappello and I am part of the Friends of Sammy- Joe foundation. I became part of the commit-
tee a year ago and have worked towards many projects with Maria and the committee, especially the Foundation’s 
goal, “To Create a Better Life” for families that are affected by this rare genetic disorder. 
There are two reasons why I am part of the Friends of Sammy – Joe foundation and these two reasons have contrib-
uted to making me the person I am today and what I believe in. 
The first reason I am on the committee is because of my work and qualifications which are about supporting, advo-
cating and putting children’s rights first in this world. I believe that all families and children deserve to be part of 
society and not to be excluded from everyday life. I have qualifications in Associate Diploma of Childcare and also a 
Bachelor of Arts: Early Childhood and have worked in various environments with families and children for the last 
17 years. Currently I work for Lo-
cal government in a Family Ser-
vices Education role. I come in 
contact with many families each 
day and learn something new each 
time.  What I enjoy the most about 
my work is running parent and 
children groups. I take these ex-
periences home to my own family 
including my two year old son. 
The second reason I am on this 
committee is because Maria is 
family.  She is one of many cous-
ins but definitely a unique individ-
ual. Maria is older than me so I 
always looked up to her as a child 
and even as an adult. Maria has 
always been their for me.  She has 
given me advice on many occa-
sions and she has never asked for 
anything in return, I could always 
count on her to be there when 
needed, so when the opportunity arose to be part of such a great cause, one that is close to my heart, I jumped at the 
chance and haven’t looked back since. 
To be part of the foundation is my way of giving something back to Maria and also to work towards a cause that I 
truly believe in. 

The Friends of Sammy-Joe Foundation holds Parent supported groups where the families can join us in the Pavilion 
once a month  The groups aim is to stop the isolation that the families experience as a group and to be reconnected 
into the community. The families are also disadvantaged and struggling to provide these extra requirements for their 
children, so they do experience extreme financial strain. One of the aims of the foundation is to lift this financial bur-
den .  Mostly the children need to be cared for by one parent while the other works as there is no educational or rec-
reational or respite environment in the whole of Victoria or Australia that is completely UV protected to cater for 
these Children. The Pavilion was purposely built to help reconnect these individuals back into the community and 
also to help provide recreational, educational, therapeutic and social opportunities for them. This project is to create 
broader recreational options for families and the sufferers of these conditions and  who have a child/young adult with 
the above condition/s. Families' recreation is limited, as to where they can go as a family, or through the need to ob-
tain expensive in-home care for their child/young adult with the above condition/s if the family cannot take them due 
to the light exposure the child/young person will encounter recreation and leisure options are greatly reduced for 
these families. Outdoor activities, brightly lit shopping centres, even visits to the home of family and friends result in 
UV exposure with the above results.  Sammy-Joe is the Ambassador to the Friends of Sammy-Joe Foundation also 
known as The Trichothiodystrophy , Xeroderma Pigmentosum and  



 
 
 
Cockayne syndrome Trust fund  he has not attended school for five  years, and when he did attend he was severely 
damaged and ill from all the light exposure he received and sometimes was in a critical condition , thus missing out 
on many weeks of school due to this exposure .This illness limits the amount of time these children spend within an 
educational and social setting , thus being disadvantaged in all areas of life. There are 20 other children and young 
adults in Victoria alone like him .There are 32 Children in Australia and 134 worldwide to date The Foundation 
seeks to raise funds to enable sufferers to enhance their quality of life, by providing financial assistance for costs in-
cluding medical bills and other related costs including solar protective clothing, sunscreens, necessary tinting of win-
dows, and medication aides and therapy sessions  which are not covered by government assistance.Delfin and its 25 
partners from local and major businesses commenced construction March 2008 on an outdoor play area, the con-
struction adjoins to the Liistro family home which is the base of the Charity and Foundation headquarters   The aim 
of the play space is to allow Sammy-Joe and others who suffer with Trichothiodystrophy , XerodermaPigmentosum 
and Cockayne syndrome to play outdoors without the danger of exposure to UV rays, but would also provide a place 
of recreation and enjoyment for other sufferers of TTD.XPD and CS  The area includes remote-controlled roller shut-
ters, rubber-matted flooring, a trampoline, a turtle habitat, a basketball area, and an adult retreat. It also includes a 
storage facility for games and toys, UV sensitive lights, air-conditioning and heating system, a wheelchair ramp, a 
rainwater tank and indoor and outdoor lighting. WHICH is Solar protective and does not emit UV? 
The play area is worth more than $180,000, and enables children/young adults to play in an area that controls the 
amount of UV light entering the room. The play area provides a meeting point for parents and their children to sup-
port one another in an environment where the children are safe from the sun. Delfin Lend Lease assisted in the co-
ordination of the project, and donated $50,000 in helping to secure other donations. The aims of the group are to:  
To provide developmentally appropriate play experiences. To encourage growth and development in the group of the 
children To support parents in developing skills and knowledge with their children 
To develop a social network who respects the individual and the children To create pathways to related services and 
organizations To create an opportunity for parents to meet in a non-judgmental and supportive environment, where 
experiences can be shared and establish supportive networks that increase their ability to function to their full poten-
tial. To create an environment of trust that is physically 
and emotionally safe and supportive To facilitate 
friendships between parents/carers; encourage the social 
development of each parent To facilitate parent’s com-
munity connectedness and independence and create 
pathways to other services 
Objectives 
The objectives of the supported parent playgroups are 
to: Reconnect the families back into the community and 
help them to feel socially accepted within the commu-
nity . To help Create a Better life for the children, 
young adults and adults who suffer with Trichothiodys-
trophy  
To promote improved outcomes for children, increase 
parent confidence and capacity and support the estab-
lishment of social networks to help eliminate fear of 
being overly exposed to UV rays and to help increase a 
better Quality of life by being able to play in a safe well 
protected environment  
To model and support developmentally appropriate play experiences and parenting Practices or all sufferers who are 
allergic to UV rays and their families  To provide an area for the children and young adults to meet in a safe environ-
ment and provide an opportunity to play outdoors away from the sun 
Because the running costs of the group are quite high we are seeking funding to enable us to run the groups for an-
other three years in the purpose built pavilion which is situated in the base of the Foundation and Charity quarters. 
The funding will be beneficial to the children , young adults and adult s who suffer with Trichothiodystrophy , 
XerodermaPigmentosum and Cockayne Syndrome . 
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