
OSTEOGENESIS IMPERFECTA
 

Specialist began to visit us in the NICU as the boys

continued to fracture on a weekly basis, from very

little movement. I had my first cuddle on day 12

and day 13 and by then Leo had 4 fractures and

Ash had 3 fractures. The nurses were very nervous

about how they would transfer them from the

incubators and how I would be able to safely hold

them; therefore my first cuddle with Ash was with

all his bedding. The following day they felt a bit

more confident and let me have a kangaroo

cuddle with Leo. I never did have the twin ‘double

couple’ as it was too risky. 

Little Warriors!

Hello my name is Brandi and with my

husband Tim we are raising two little

osteogenesis imperfecta warriors, Leo and

Ash. Leo and Ash are identical twin boys who

will be turning 3 in September and they have

come a long way since they were born. They

are writing their own story, proving how

strong they are each day.

 

I can still remember the day when

Osteogenesis Imperfecta became a part of my

daily vocabulary. I gave birth to Ash and Leo

prematurely at 26+3 weeks and on day 3 Leo

had a pulmonary haemorrhage. Now getting a

phone call from the NICU in the middle of the

night is scary, but then when they tell you

they found healed rib fractures, it is a lot to

take in. I didn’t understand how that could

happen as I didn’t have any falls and had a

relatively uneventful pregnancy, minus the

early birth. I was then informed that Ash had

a healed clavicle fracture. It was very

overwhelming as it could only mean the

fractures happened when they were in utero. 

Within 24 hours from that phone call, Leo

fractured his left arm and the following day

Ash fractured the same left arm.
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When the specialists would visit they mentioned

Osteogenesis Imperfecta, also known as brittle bones

or OI. In the beginning I would just say OI or brittle

bones as I just couldn’t pronounce Osteogenesis

Imperfecta, I can still remember the cheeky grin our

neonatologist would give me when I would attempt

to pronounce it, he was lucky I liked him! And I can

admit, I didn’t know much about OI and as a new

mum I was scared. I was unsure what the future

would hold for them but also for us as a new family. I

had a lot of questions; would they walk, what did

treatment look like, was there treatment, how would I

know what to when they fractured and I had twins,

how were we going to cope.  And honestly, I was a bit

sad as it took us 4 years to be able to have kids and I

didn’t think it was fair that we were going through all

of this. It was not what I expected.

 

It has been the support of the OI community and

friends that I have made that have helped me to learn

more about OI, helped me to learn that everyone with

OI is different, that there are varying degrees of OI

and to trust my mummy instincts. I also learned that

OI is a genetic disorder that you either inherit it or it

can be spontaneous mutation.  It is not a lack of

calcium in the diet and there are no cures for it, but

there are treatments to help prevent or control the

symptoms.

I learned about bisphosphonate treatment, an

infusion that helps slow down bone thinning,

when we were still in the NICU as Ash suffered

a femur fracture and a compression fracture of

his L1 vertebrae. It was at this point the

specialist involved determined it was best to

start the infusions, despite some of the risks

involved, particularly because of their age. They

were only 35 weeks gestation – 9 weeks old,

with Ash still being on oxygen and Leo recently

weaned off. I remember being so scared but

wanted to do anything to help them as it was

so hard not to be able to hold Ash for 2 weeks

when he had the femur fracture and

compression fracture. Their first infusion went

well, despite Leo requiring oxygen again and

after 103 days in the NICU they were transferred

to the children’s hospital. They spent another

25 days in the children’s hospital having

another infusion. After a long 128 days in

hospital they were discharged home; both had

a feeding tube and Leo had a cast as he kept

re-fracturing his left arm.

 

 



Ash and Leo now have monthly infusions of the

bisphosphonate called pamidronate; the infusion

goes over 3 hours but we are in hospital for about 6

hours, plus an additional 2 hours for the commute

there and back, it is a very long day. In addition to the

monthly infusions, they attend several clinics at the

hospital and participate in physiotherapy and

hydrotherapy sessions in the community. We are very

busy each week attending appointments and working

on things at home. In saying all this, I am forever

grateful that there are treatments and if takes up all

my time, I would do it every day if meant they would

have a better quality of life.

 

I can remember talking with another OI mum and

asking her how many fractures her son had and she

told me she couldn’t remember. I remember thinking

what? How could you forget, each fracture was so

devastating.  However, after fracture number 10, I also

began to lose count.  They each have had

approximately 20 fractures, some we don’t find until

after an x-ray shows that it has healed. Leo had his

first ambulance ride earlier this year after he slipped

in the bathroom and had a spiral fracture in his tibia.

He couldn’t walk for 2 weeks and for a little guy that

started walking at 23 months it was a setback, but not

for long as he was determined to keep up with his

brother.

 

It is a tough journey, you question fractures all

the time as they will fall, cry, won’t walk or

move the arm for a while but then they do and

you always have to weigh out the benefits of an

x-ray vs radiation exposure. They frequently

have sleepless nights due to bone pain and

micro fractures. So you question your decisions

a lot; do you take them in, wrap it yourself or

leave it. I still don’t know the answer, but I

know I lean on the support of the OI

community.

 

I am sharing our story as I want to help

connect, support and bring awareness to the

community and other families that are just

starting out on their OI journey or have been on

it for a while. I want to help all the warriors out

there live a better quality of life. I wish nothing

but for my boys to be able to do all the things

that other 3 year olds are doing.


