it’s still so raw and painful to think about e f}ﬁ_ i

AN (=]
the whole story at times. =
Erin, my Little girl, was 9 months old ]
’ ’ ’ ’ e a—————
whewn she was diagwnosed with Miller-Dieker i
- a rave syndrome at the severe end of e ——————E

Lissencephaly, that deletes the chromosome
responsible for brain growth.

The prognosis was bleak. They told us she probably wouldn 't Live past 2 years
of age... The bottom fell out of our world.

It was so havd to accept because she Looked completely perfect. She was still
only 9 months old. She wasn't walking or talking yet, but we wouldn’t have
expected her to be at that stage. We just couldn't comprehend that it was real.

She started to get really ill whew she was about 2. Her whole respiratory
system became severeL5 compromweal and her swallow deteriorated. She had
to have a peg tube inserted into her tummy for feeding... Our last normal
thing gone.

we'd known she was never going to be able to walk or talk. But | was still
able to sit, and hold her and give her a bottle. it was precious and thew it
was taken.

tt was around then that we first went to Laura Lynw. Own owr first visit we
went as an entire family. To be able to be upstairs, in our own apartment
and be able to go down to her room whenever we wanted, it was huge.

The time at Lawralynn was invaluable for all of us, as a family. it's such
a speouaLpLaoe we'd make arts ana omf’cs play games - building special
memories together. We spent so much time there over the next four years.

Owe particular time that stands out, was about five months before Erin died.
My Pad suddenly became very ill and passed away. | didnt know what to
do. But they stepped in, gave Brin an emergency bed and looked after her so
L could say goodbye and go to his funeral.

[ dread to think where we would have beew if Lauralynin had not beew there.
(t was a really tough time and they made it a Little easier. Just knowing Erin
was so well Looked after, made such a difference.




Her passing came in September 2014. She was six and a half years old.
They have a beautt:fut room in Lauralynn where you can tam your chilad
whewn after they die, it's called the Butterfly Room. But we decided to have
Brin at home with us.

When the ambulance came up the drive, the nurses from Lawralynn were
there waiting for us. For two days, they stagcal with us around the clock.
Ow the last evening, they created a very spectal canvas pmwtmg with us.
It was a tree and all the leaves on the tree are our hanoprints — all together
for the last time.

It's such a veally precious thing to have. That's what Lauralynn do - they
make those really awful, tragic situations, so special.

After Brin died we all went to bereavement counselling at Lawralynm. It was
S0 vaportawt for us all, especially for Finm and Aoife who'd Lost their Little
sister. We still 9o to the bereavement days... ik helps to be with people who've
been on the sams\]ourwea as yow. They're even still supporting me now.

They turned up the first Christmas Bve after Brin passed with a beautiful
framed picture of a butterfly with special words about her. You can't
Lmagine what it meant to see all those precious memories captured. To see her
revenbered by people who Loved her... words can't capture how much it Lifted
us that day.

Awnd in the end all you want as a parent, Ls for your child to be remembered.
Bspecially by those who knew her and Looked after her.

It's been a very difficult journey. But Brin, she changed our lives forever.
Awnd most defunitely for the better. | am a better person for having the
privilege of Looking a-{—"cer her.

(t's because of Lawralynn we had so many good days and really spccuat times
with Brin. [ don't know how any family would get through this without them.

Thank yow,
Tara





