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This edition of TTTS Times is developed for electronic use only.  Certain images 
from the paper copy may have been deleted to enable as fast a download as 
possible. 
 
By becoming a member of the Australian TTTS Support Group, you will assist us 
in our aim to become a charity.  We hope to be able to raise funds in the future, 
which will be tax deductible to the donor.  Our aim is to then use a portion of 
these funds to produce a brochure with information for parents who are diag-
nosed with the condition.  These brochures will eventually be available at hospi-
tals, obstetricians and other pregnancy related centres.  The information to be 
provided on these brochures has been approved by AMBA and TTTS specialists.  
We plan to use the rest of our donated funds in our support of parents as well as 
donating some to TTTS research. 
 
Our membership form is included in this newsletter.  If you enjoy our newsletter 
and would like to help us help other TTTS parents, please feel free to join our 
support group.  Every little bit helps in our quest to promote TTTS and make sure 
that all parents get as much information as possible. 
 
Thank you, 
Vicki and Linda 
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Australian Twin To Twin Transfusion Syndrome Support Group 
 

Founded 2002 
 

Phone: (07) 3849 8198 or (07) 3823 4612 
 

P.O. Box 1343  
Carindale QLD 4152 

 

Website: www.twin-twin.org 
Email: info@twin-twin.org 

 
 

Australian Twin To Twin Transfusion Syndrome Support Group aims to: 
 - Disseminate information about TTTS as a complication affecting multiple pregnancy 
 - Increase public awareness of TTTS  
 - Provide information regarding TTTS treatments currently available in Australia 
 - Provide a general forum for members of the Group 
 - Co-operate with and participate actively in research projects at local, national and international  
   levels, into all aspects of Twin to Twin Transfusion Syndrome 
 
 

In pursuit of its objectives, the Group shall be conducted as a non-profit  
organisation, and shall refrain from sectarian and political activity of any kind. 

 
Services: 
 - Advice and support for families who are experiencing/have experienced a TTTS pregnancy 
 - Advice and support for families with intact twins, as well as bereaved, and special needs families 
 - 6 editions per year of ’TTTS Times’, received by all members 
 - Phone contact on request 
 
Meetings: 
 - Quarterly meetings, held in members’ homes 
   
 

Subscriptions: $20 per annum ($15 for AMBA members) 
 

DISCLAIMER 
 

TTTS Times is Copyright.  AMBA members may reprint provided source is  
acknowledged.  Statements, opinions and viewpoints expressed in this newsletter 

are those of the writers and do not necessarily represent those of the Group.   
Information contained herein is not a substitute for personal, medical, psychiatric  

or psychological advice and readers are urged to consult their healthcare advisors 
about specific questions or problems.  Mention of goods or services in this  

newsletter does not represent a recommendation or endorsement by the Group.   
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Hi Everyone, 
 

I hope you and your families are all happy and healthy.  It's hard to believe how quickly 
this year has gone.  Only 2 more weeks until my boys finish school for the year so I 
have been running around trying to get all my Christmas shopping done.  That I am 
finding to be the easy part, trying to think of new places to hide the presents is an-
other.  I used to use our walk-in robe but the boys figured that one out a couple of 
years ago so now I am tempted to open the manhole and stick them in the roof cavity.  
I don't think they would go snooping around up there with the redbacks! 
 

Matt's trip to England was successful and his soccer team won all their games except 
for one, which was a draw.  He really enjoyed the sightseeing and came home with 
lots of great photos.  It's amazing how much he grew in 3 weeks, I guess that's teen-
age boys for you. 
 

Linda and I enjoyed our trip to Geelong.  We met so many wonderful people and were 
also able to spread some information on TTTS.  As you all would know, the awareness 
of TTTS is very important to us so to be able to explain the condition to others who are 
interested is very satisfying. 
 

Best wishes for Christmas and the New Year.  Stay safe and enjoy the celebrations 
with those you love.  To our parents with TTTS angels, I hope the holiday season is 
peaceful for you.  I find this time of year difficult, especially when I see how excited 
Mitchell is.  It just reinforces how much we have lost by not having Antony with us.  
However, on the other side of the coin, now that Mitchell is almost 4, Christmas is 
really magical to him.  His enthusiasm and excitement is catching and for the first time 
since his birth I have a Christmas smile on my face. 
 

Take care, 
Vicki 

Phone Contacts 
 
QLD                Victoria          Phone: (07) 3849 8198  
                                                  Email: vicki@twin-twin.org 
                                                   1 survivor (recipient twin) born at 29wks  
                                                   gestation. Donor twin stillborn, due to Acute TTTS 
                                                   Recipient twin 1339g, donor 1191g.  Surviving twin home on O2  
                          
                         Linda               Phone: (07) 3823 4612 
                                                   Email: linda@twin-twin.org  
                                                   2 survivors born at 30wks gestation.  Recipient twin 1560g, Donor 
                                                   808g.  Steroid injections before birth, Hospital bed rest, 
                                                   Separate hospital discharge (one twin home before the other). 
 
VIC                 Rachel            Phone: (03) 9459 7374 
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To Contribute to TTTS Times...To Contribute to TTTS Times...  

 
           

              Stories  
        Birth Notices 
        Memorials 

         Survivor Updates 
                                Poems etc 

 ...are all welcome  
 

 If you have a “must-include” contribution that will be late, please contact the Editor so that 
ample space will be left available.  Some contributions may be edited.  Word-processed 
contributions should be forwarded on diskette or by email.  Pictures and photos are wel-

come as bitmaps or .jpg or hard copies, and photos will be returned.  Handwritten  
submissions are also welcome.  Please inform me of the source if it is not your own as  

permission to reprint is required.  Any questions, just call me on (07) 3823 4612 or email  
linda@twin-twin.org    

Any postal submissions to:  
Attn: Linda  

Australian TTTS Support Group 
 P.O. Box 1343 

Carindale QLD 4152 

From the Editor’s Desk… 
 

 
Well, here it is again, two months seem to roll by pretty quickly!  As does Christmas….
(don’t we all know it!).   
We have a treat this month - not one, but TWO survivor stories!  A big thank you to 
both Natasha Wright and Stuart Langley for writing their fantastic stories about their 
amazing little fighters.  No doubt both these families have their hands pretty full at the 
moment…!   
Well, it’s been another one of those hectic months here in the Back household (never 
seems to be any different), the boys are going well, and we are in the middle of  
renovations which, needless to say, is very ‘interesting’ with two nearly-four-year-olds 
underfoot.  Caleb’s speech is improving all the time (it has been a bit delayed due to  
prematurity) to the point where people can actually understand a bit of what he is say-
ing, which is a plus!  We’re also nearly on top of the toilet training business, which has 
been a long drawn out episode but we’re in the home stretch (hopefully).   I’ve also 
managed to have my Christmas tree up for the first time in 3 years without it being 
pulled over or all the decorations ending up in a  
toddler’s mouth!   The only ones which have ended up in their mouths so far have been 
the chocolate Santa ones...I think buying those might have been a mistake, what do you 
think? 
Anyway, have a great Christmas & New Year! 
 
 
 

Linda 
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Matthew and William Wright 
A TTTS Survival Story 

 
 
My husband Stephen and myself found out that I was pregnant with twin boys when I 
had my first ultrasound at The Queen Elizabeth Hospital (SA) on February 27th 2003.  
Due to the QEH being downgraded to single births only I was referred to another hos-
pital which was the Women’s and Children’s Hospital on 4th April 2003.  I was 19 
weeks.  
 

 At this appointment, I was sent for an ultrasound as the doctor thought there might 
be something wrong.  After the ultrasound was done we went back up to see the doc-
tor and that is where my husband and I were told our twin boys were suffering from 
TTTS and he asked us to see another doctor who specialises in this area and to have 
it confirmed.  After a little while we got into see the other doctor who confirmed the di-
agnosis after another ultrasound.  He explained what TTTS was as neither my hus-
band or myself had ever heard of this condition and he explained what could be done.  
He explained to us that we had 3 options and they were 1.  Have an abortion.  2.  
Watch our boys die and 3.  Go to Brisbane for emergency laser surgery.  The doctor 
gave us some time to think but I had already made up my mind there and then but I 
wanted to discuss it with my husband and my mother who was also there the day we 
found out.   
 

So after a while and a lot of crying we told the doctor that we wanted to go to Queen-
sland to have the laser surgery done.  The doctor said the only problem with that is he 
wasn’t sure if he could admit me into the Mater Hospital or not, but before any ar-
rangements the doctor said he would like to try a procedure where he would extract 1 
litre of fluid from my stomach as he couldn’t find the membrane and thought it might 
help the problem, and we might not have to fly up to Queensland.  I agreed to have 
that done and I had to return to the hospital on the Tuesday where I had to have an-
other ultrasound to see if the membrane was visible in which it was but the doctor still 
didn’t like what he saw.  So it was decided that the best option was a trip to Queen-
sland.  So after finalising all the arrangements we were on the 10am flight on 
Wednesday to Brisbane.  But would you believe that this was my first surgery and it 
was also my husband’s first plane flight. 
 

 Anyway once we arrived at the Brisbane airport we caught a taxi and went straight to 
the Mater Hospital and once there and all the paper work was done I had another ul-
trasound after meeting the doctor and the midwife who were going to be looking after 
us.  We were once again asked if we still wanted to go through with the surgery once 
TTTS had been explained once again and what was involved in the surgery.  We still 
agreed to have the surgery if that meant there was a chance of our boys surviving. 
 

So on Thursday night I was admitted to hospital for the operation, which was done at 
7am Friday.  Once the operation was over I stayed in hospital till Saturday afternoon 
and had to return to the hospital for an ultrasound about twice a week and everything 
was looking good.  After 3 ½ weeks my husband and myself returned home to Ade-
laide and the boys did not like the plane ride home especially the take off and landing 
they certainly let me know about it.  Once home and settled I continued with scans 
every fortnight and the twins were progressing well and the recipients heart was on 
the mend to.  Closer to the end of my pregnancy the doctor told me that my preg-
nancy was nearly like a normal pregnancy. 
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Matthew and William Wright - A TTTS Survival Story (Cont’d) 
At 35 weeks I went for an appointment with my Doctor and when he did a scan to do 
some measurements on the twins the one that was head down he got the measure-
ments and check his heart but the other twin was lying horizontal behind twin 1 and 
the doctor couldn’t find his heart to check it or get any measurements which con-
cerned him a bit, so he sent me to the day assessment unit to have a CTG which is 
where they put some monitors on my stomach to trace the twins heart beat.  I had to 
have this done twice and once just before I went to see my doctor again.  He was 
quite happy with the results of the CTG’S but still decided that the twins were running 
out of room and should be delivered. 
 

On that afternoon he made an appointment for Tuesday 5th August for me to deliver 
my twins by elective caesarean and the placenta was to be sent up to the Mater Hos-
pital so the could study it for their research so they could further their knowledge 
about TTTS.   
 

On the 5th August I was admitted to the Women’s and Children’s Hospital at 8am for 
the caesarean and at 10.40am our first twin Matthew Lindsay was born weighing 5lb 
9 ounces and at 10.41am my second twin William Douglas was born weighing 5lb 2 
ounces.  They took them both to the nursery to check them over while the doctors 
sewed me up.  Matthew was the first one to be brought up to me in my room as Wil-
liam was still in the nursery having some oxygen.  A few hours later they brought up 
William to join us.  Later that night they took both of them down to the nursery, as 
they weren’t feeding properly as they were having quite a few spills and William was 
choking and turning blue as he had food on his lungs.  They stayed in the SCUB 1 
unit, which is the nursery for babies who need a bit of attention for about a week as 
they were being feed 4 hourly by a tube that went down their nose into their stom-
achs.  Then they were transferred into SCUB2 unit where they didn’t need much at-
tention.  On the Monday after I was discharged but the boys had to stay in for a while 
longer until they could feed properly.  That was the hardest thing I have ever had to 
do was to leave them at the hospital and go home without them.  But they were in the 
best place and I had a chance to heal and rest before they came home.   
 

On the Friday they decided to put the boys on demand feeds with a four hourly limit.  I 
was breastfeeding them with top ups.  I gave up breastfeeding them as I found it hard 
and I wasn’t producing enough for the both of them.  You could say I had the quality 
but not the quantity.  Anyway on the Monday my husband and I were booked into the 
parenting unit at the hospital for 2 days.  The parenting unit is a place were you stay 
so you can learn how to look after your twins properly and if at any stage you need 
help the midwives are only a buzz away.  The doctor also comes to talk to you about 
your twins and there is also a physio that visits as well.  The room has beds, sink area 
where you can bath and change the babies and it also has a shower and toilet.  But 
you do have to share the TV and lounge area as well as the kitchen area but meals 
are provided.  So on Wednesday morning we all were discharged from the hospital. 
The first few nights home were tough but once we worked out a routine and how to 
settle them we were ok.  I do admit though we still have our up and downs at night. 
 

The boys had their 6-week check up on Friday 12th September 2003 and the doctor 
gave them the all clear and he couldn’t hear the heart mummer that Matthew had at 
birth.  He couldn’t get over how William could stand when he was checking his re-
flexes but her said it is even harder for Matthew to keep his legs curled up than trying 
to stand. 
 

On Monday 22nd September the boys had an appointment with the cardiologist mainly 
to check out Matthews mummer.  The other Doctor couldn’t hear it but he said that we 
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Matthew and William Wright - A TTTS Survival Story (Cont’d) 
still should take them to the cardiologist to have him checked out.  So we visited the 
cardiologist and he was very pleased with Matthew he couldn’t hear anything so he 
said that is good by the said he thinks just to make sure that it has disappeared he 
wants to see Matthew again in February 2004. 
 

The boys had their first lot of injections and they didn’t like it one bit poor babies.  
They didn’t have any reactions which is a relief and very thankful for as I was a bit 
nervous before they had them done as I was worried that they might have a reaction 
or something. 
 

Both William and Matthew are now putting on a lot of weight and growing very 
quickly.  The other day I had to sort out their clothes and put away the ones that now 
don’t fit some of them they haven’t even wore and some they have only wore once or 
twice.  The last time they were weighed Matthew 4900 grams and William weighed 
4620 grams.  They both are the same in length and head circumference.  Even 
though they are identical twins you can tell them apart only because Matthew is big-
ger than William but they also have their own little personalities and ways for example 
Matthew will lay on his back where William will lay on his side and sort of arch his 
back.  We are starting to notice a difference in their ways.  William does the cutest 
thing when he cries.  I suppose you could say he winds up and the let flies.  With Mat-
thew he is sly as he will make out he is upset so you sill pick him up and give him a 
cuddle you can tell when he is doing that as he has this look in his eyes.  William also 
puts on his sleeping act if you are holding him or he is in his pram when no one is 
looking he will slightly open his eyes but when you look down at him he quickly closes 
them and makes out he is a sleep.  The other day I was changing William after I gave 
him a bath and as I quickly turned around to grab his singlet the little devil decided he 
would wee on me and I had just put on a clean t-shirt but the funny thing was when I 
looked down William had this huge smile on his face he thought it was so funny.   
They both are starting to smile, laugh and talk.  They have found out they have 
voices, hands and feet.   
 

Matthew and William are becoming very strong with their backs and heads and they 
hold up their heads very well though on is a little stronger than the other. 
 

Everyday there is something new they are both doing.  They are growing up very 
quickly before I know it they will be talking and walking and I don’t think it will be much 
longer before they get their first tooth. 
More and more everyday my husband and I realise that we are very lucky to have 
both of our boys.  It also makes us very grateful knowing that a few weeks after we  
were diagnosed with TTTS that we would of lost both William and Matthew.  What 
also makes us very lucky and very grateful is when we hear about other parents who 
have either lost one or both of their twins. 
 

The boys have another check up on 5th December 2003 so I will keep you all up to 
date on their progress and with letters and pictures. 
 

For those parents out there who have lost one or both of their twins our thoughts and 
prayers are will you all and the same to those parents who are going though it or who 
have been through it.  We both hope our story gives all of you faith and courage to 
continue on.  If any one of you needs to talk I am here to listen.  You can contact Vic-
toria or Linda and they have my address, phone number and email address.  
 
Natasha, Stephen, Matthew and William Wright. 
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Thomas and Mitchell LangleyThomas and Mitchell Langley  
TTTS SurvivorsTTTS Survivors  

 
 
 
Hello, my name is Stuart and l thought l would let you know about our experience with TTTS. 
It all started at about the 12 week mark of the pregnancy when we found out we were having 
twins.  After getting over the shock of it we were starting to get excited, until my fiancé  
Antoinette started bleeding, so we went straight to the hospital (we live in a small country 
town) and they said everything seemed ok, but we were not happy with the diagnosis so we 
went to Bendigo the next day where she was given a thorough examination and told not to 
worry. Still not satisfied we went to an ultra-sound place where they said twin 1 had lost all 
of the amniotic fluid around it, but no-one could tell us why, they just gave their guesses on 
what the outcome would be, and they were very bleak, not giving us much hope at all!  We 
were told everything from one twin surviving and the other not to both of them not surviving 
and all we could do was wait until the 18 week ultra-sound. Now that was a long 6 weeks, 
when the time was due we booked into a private clinic in Melbourne where the specialist told 
us exactly what was happening, but told us we had to go back to Bendigo for a check up. 
When we went back to Bendigo we told the obstetrician what the diagnosis was and she 
wasted no time in making an appointment for us to see the specialist at Monash Medical  
Centre in Clayton. After an ultra-sound there we were told the twins definitely had TTTS and 
then they informed us of our options. To us only the best would do so it meant a referral to 
the Mater hospital in Brisbane. The car was packed the next day with our 15 month old and 8 
year old daughters and we left. When we got to Brisbane late Friday evening we went 
straight in to see the doctor at the Mater who confirmed the diagnosis but sat us down and 
explained that it was not severe enough yet to warrant surgery, but it could change over 
night-for the better or worse, so he asked how long we could stay so he could monitor the 
progress, the answer-"what ever it takes". After 3 weeks of ultra-sounds things were stable, 
but the doctor insisted they will not stay that way, "it will either get worse or get better" he 
said. Then during one ultra-sound the doctor started chuckling to himself and then let us 
know the good news, things were improving, the best news we had heard for a long time, so a 
few more ultra-sounds just to be sure and we packed up and were on our way home. The  
doctor said we would still need weekly check-ups and to either get them from the Royal 
Women's Hospital in Melbourne or Monash Medical Centre in Clayton. When we got home we 
decided to go to Melbourne as it was closer and when we got there we saw a Doctor who was 
the rudest Doctor we have ever had the misfortune of meeting.  All he did was feel around on 
Antoinette's stomach for a couple of minutes and then said "everything seems alright, come 
back in about 4 weeks" then he tried pushing us out the door, but l then let him know what 
our doctor at the Mater had said and that he wanted us to get weekly ultra-sounds and the  
doctor looked at me and said "well you are not in Brisbane now, besides if there was some-
thing wrong there is nothing we could do about it".  Too angry to say anything (without ex-
ploding) we walked out and vowed never to return. The next day we went to Monash where 
they welcomed us with open arms, we had weekly appointments down there and things were 
just getting better and better so they changed the appointments to fortnightly. Towards the 
end of the pregnancy the amniotic fluid in twin 1 had returned to what was classed as nor-
mal. The pregnancy went to 37 weeks 2 days when we went into Monash to get induced so we 
could finally meet the two little terrors that had caused us so much heartache. When we got 
there on Monday the 27th of October Antoinette was already 4cm dilated so they broke the 
waters and after a couple of hours twin 1 arrived, no hassles at all, but twin 2 was breach, 
after a bit of a struggle twin 2 came out as well, there was two beautiful baby boys, one 
named Thomas Stuart Langley and the other Mitchell Stuart Langley. Little Tommy was born 
weighing 2.3 kilo's and Mitch was 2.9 kilo's, both were perfectly healthy!!!  
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Thomas and Mitchell Langley Thomas and Mitchell Langley -- TTTS Survivors (Cont’d) TTTS Survivors (Cont’d) 
 
After staying in Monash for two days Antoinette and the two boy's were transferred to  
Castlemaine Hospital, where Antoinette is very well known as she works there as a nurse and 
she has lots of family and friends that work there as well. After being admitted there our GP 
came up and said " l was reading your notes earlier, then put them down, took a step back 
and started to clap". By Friday Antoinette was coping exceptionally well, so with the blessing 
of our GP she returned home and the rest is history!  On our travels we met some of the  
nicest, most helpful Docters and assistants. Our Monash doctor was absolutely wonderful, and 
our Brisbane doctor was a true professional with a kind heart and the midwife did all she 
could to help us and still does.  
 
Stuart Langley.  

Australian Multiple Birth Association 
 31st Annual National Convention 

 
Hosted  by the Geelong Area Multiple Birth Association 

 
Well, as you probably know, Victoria and I headed down to the Convention, which 
was held from the 24th-27th October.  We had a fantastic time and met heaps of 
lovely people involved in AMBA.  Approximately 120 delegates from clubs around 
Australia attended, and it was a fun and informative weekend.  Guest speakers we saw 
included James Freemantle (ex-presenter of Nine’s “Postcards” show), Professor David 
Hay (expert in twin research), Janine Sager (organiser of the multiple birth quilt pro-
ject), Simone Zmood (President of the Multiple Birth Association Bereavement Support 
Group), Nicole Livingstone (ex-champion swimmer and mother of twins) and Katrina 
Bowman and Louise Ryan (authors of the book “Twins-A Practical And Emotional 
Guide To Parenting Twins”).  All of these guest speakers gave informative talks on 
various issues that parents of multiple birth children may face, the M-BABS talk in-
cluded the launch of the new website, and Nicole Livingstone’s talk included informa-
tion about the Ovarian Cancer Network.  Meetings were held, and issues raised in-
cluded the changing of AMBA from a council-run association to a board-run group.  
Also, in the works for a while has been the idea of possibly updating the logo, which it 
was voted by the member-clubs to rework the original logo to a more modern look.  
We also attended a workshop on how to apply for grants, and one on Special Needs. 
We made our information leaflets and some back issues of the newsletter available to 
the various clubs, as well as a subscription form to the newsletter, so that clubs can 
have something on hand when they are contacted by a family who are suffering/have 
suffered TTTS.   
Overall, a great weekend, it was wonderful to get together with some other mums of 
multiples and see what is going on in AMBA.  The next Convention is to be held in 
Brisbane, at this stage in mid-October.  We’ll keep you posted with more details closer 
to the date. 
 
Linda Back 
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 Australian Twin to Twin  
Transfusion Syndrome  

Support Group 
 

APPLICATION FOR MEMBERSHIP 
                                 Membership Fee: $20.00 per annum  
                                                           $15.00 for members of an AMBA club 

 
Name: ______________________________________________________________ 
Address: ____________________________________________________________ 
____________________________________________________________________ 

Phone: (___)_____________________  Email:______________________________ 
Are you a member of an AMBA club? ______  
If so, which club? _____________________________________________________ 
 
Could you please give us a brief description of your pregnancy and birth of your 
twins/triplets: ________________________________________________________ 
____________________________________________________________________ 
____________________________________________________________________ 
____________________________________________________________________ 
____________________________________________________________________ 
____________________________________________________________________ 
____________________________________________________________________
____________________________________________________________________
____________________________________________________________________
____________________________________________________________________
____________________________________________________________________ 
 
Names & birth date of your multiples: 
Multiple 1: ________________________________  Did this baby survive? ______ 

Multiple 2: ________________________________  Did this baby survive? ______ 

Multiple 3: ________________________________  Did this baby survive? ______ 
 
Names and birth dates of other children (optional): 
Child: _______________________________________________________________ 
Child: _______________________________________________________________ 
Child: _______________________________________________________________ 
Child: _______________________________________________________________ 
 

Please send a cheque/money order made payable to “Australian T.T.T.S. Support Group” to: 
 

Australian T.T.T.S. Support Group 
P.O. Box 1343 

Carindale QLD 4152 
 

 
 

Education, Compassion, Support 
 


