Albinism Life
Issue 17 – Autumn 2009

It’s Time 2009!
Also in
this issue:
v BBQ reports –
London & Ireland
v New book review
v Conference
Information Pullout

Editorial
You should by now know about the
conference in Chester in November.
For some of us it is a time to catch
with old friends, swap ideas and trade
stories.
It is a time to refresh knowledge and
understanding of albinism from
experts in the field and learn about
the latest technology from people
who are in the ‘know’.
For others who are new to the
fellowship the prospect may seem
daunting; and whilst this is
understandable, my advice would be
to ‘bite the bullet and attend!’
New families often comment that
they nearly didn’t come, but were so
very glad they did. Whilst old hands
have much good advice to share,
there is always something for
everyone to learn.
We are family orientated; recognising
that albinism is a family affair and it is
common for aunts, uncles and
grandparents to attend.
Sometimes it is the informal settings,
just chatting with new acquaintances
that provide the most useful insights.
For young children to develop the
awareness that there are many of
others just like them is invaluable, and
for teenagers we have plans too! We
look forward to seeing you at the
conference, ‘It’s Time 2009’. In the
middle of this magazine we have
designed a four page pull–out for the
conference.
NOAH, our USA sister organisation
have published a book that I have
read and I can thoroughly
recommend, especially if you are the
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parent of a child in their early years.
And just when I think we have
exhausted the section stepping out of
your circle (as Miles Hilton-Barber
would say), Dan tells us of his flying
lesson. It seems the sky is the limit.
The lesson here, as always then, is
that you should have a ‘can-do’
philosophy. Dan has been at the
controls in a cockpit, flying a plane,
even though he can’t drive a car on
roads in the UK.
If you live in Scotland you may
already be familiar with Haggeye. If
you are not in the know, we have
news of how youngsters are being
engaged in activities through this
project recommended to us by
Shannon McKinnon.
Fundraising is an ongoing issue for
the fellowship. Many of you have
been very busy raising doing your bit
and sometimes a lot more. We have
said some thank you to people, if we
have missed you out, and you would
like a public acknowledgement please
let us know.
Sometimes the strength to cope with
the pressures of life comes from an
unusual direction. Lisa and Andy tell
us of the inspiration derived from their
children just accepting and loving
their younger sibling. It is what
families should do, look after one
another. We look forward to seeing as
many of you as possible in Chester.
And finally we wish to say thank you
to Hilary Levett-Millet who has been
our treasurer during the past year. She
has recently stepped down, Mark
Sanderson has taken over the role and
Martin Lang is now the Chair.

Flying High
By Daniel Hill
Last Christmas I received an
‘Experience Voucher’ for an
‘Introductory Flying Lesson’. The
nearest airfield offering the lessons was
at Redhill, and after confirming that
they were happy to take a
visually-impaired person up, I booked
my lesson for mid-August.
Although the weather looked dubious
at first, by the time I arrived at the
airfield it was perfect, with high cloud
to prevent me getting dazzled by the
sun and only a light breeze.
I signed in and my instructor took me
out to the aircraft, a 2-seater Cessna
152. He gave a quick pre-flight
briefing and explained the controls,
then we were off!
The instructor handled taxiing and
takeoff, and as soon as we were clear
of the runway, it was my turn to
take control.

I was amazed at how sensitive the
plane was; the controls needed only
the lightest touch to get the plane to
respond. Although reading the
instruments was difficult, it wasn’t a
problem, as I only had to keep the
plane level with the horizon and steer
towards landmarks on the ground
pointed out by my instructor.
Our route took us out of Redhill, over
Reigate, Dorking and Leatherhead and
then a lap of Epsom Racecourse (at
1500ft!). It’s quite satisfying flying
above the M25 at over 150mph,
watching the traffic crawling below!
All too soon my time was up, and the
instructor took the controls for final
approach and landing.
Overall, it was a fantastic experience,
and I’d highly recommend it to
anyone interested in flying, visually
impaired or otherwise.
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London BBQ 2009
The London BBQ was again well attended. Here is a selection of photos
from the day. On the back cover of this magazine there is a team
photo of nearly everyone there on the day.
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As well as a chance for individual
chat, we had a short circle
meeting. I remember thinking at
the time that this was an
excellent forum to exchange
ideas. Many thanks should go to
lots of people who made
contributions that day, passing
on snippets of experiences can
make a big difference. The
weather was again largely
favourable.
A big thank you must go to Mrs
Helen Orris for again organising
the venue, and The Chase Farm
School who generously lend us
their excellent facilities.
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BBQ Ireland 2009

Prof O’Keefe Communicating’

Treasa reports that they had a good
attendance at BBQ Dublin 09 event.
The guest speaker was
Prof Michael O Keefe an
ophthalmologist, from the Temple
Street Children’s Eye Clinic. Special
thanks also go to Betty McCarthy &
Tom Cosgrove who prepared the
delightful food at the BBQ. There
were people of all age groups
present at the BBQ and a friendly
relaxed atmosphere as people
mingled, shared experiences and
concerns.
Other news from Treasa;
Congratulations to Deirdre Ní
Cheallacháin who attained 600
points in her Leaving Certificate!!
She is off to Trinity College reading
Modern Irish & German. This is
evidence enough that people with a
visual impairment can reach their
potential.
Treasa has been conversing with the
Examination Board Commission
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about modifying exams to make
them accessible to everyone, in
particular, about pictures and
diagrams having clarity with
appropriate captions. This makes the
playing field level for all students
whilst maintaining the integrity of
the exams. A tracking system ensures
that students receive the papers they
requested.
Treasa’s patience and quiet reasoning
generally works; Deirdre’s school,
Coláiste Iosagáin, have been
excellent at listening, liaising and
making sure the appropriate
reasonable accommodation is in
place for the student.
Whilst Treasa feels there are perhaps
still some issues to address with the
board, such as the time factor for
some subjects, the dialogue is
ongoing and has so far been
productive.
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Book Review
Raising a Child with Albinism –
A Guide to the Early Years
If you are a parent of a child with
albinism NOAH’s publication, ‘Raising
a Child with Albinism’ is highly
recommended. I was nodding in
agreement as I turned the pages,
recognising and remembering the
issues faced in my daughter’s early
years. This is a comprehensive and
detailed guide for early years
parenting. It gives sound, authoritative
advice without being preachy, realising
that even if the condition is the same,
people are different and that solutions
can be highly individual.
The book is edited by Susan Leslie
DuBois, a parent of children with
albinism with many other
contributions from parents who have
obviously been there, got the T-shirt
and have now written the book. There
is no substitute for experience, and
this draws upon the experience of
many parents. You would hear much
of the advice in this book being
swapped amongst parents at our
conference or BBQ days, but here it is
packaged in a format with plenty of
positive images by Rick Guidotti and
others to back up the positive
message. My advice to new parents
would be to read and re-read chapters
since there is so very much to absorb
and it is difficult to take it all in all
at once.
I particularly liked the chapters on
‘Stimulating Your Child’s Vision’ and
‘The Social Aspects of Albinism’. There
are very many good ideas all pooled

into one
place, and
whilst these
aren’t instant
solutions,
there are
pointers for
the right
direction.
The book
also covers
other areas
such as the
genetics, sun
safety and
education provision, and whilst the
education system may be different in
the United States, all classrooms have
some similarity, so this too has
relevance.
My only small reservation is that the
font is small and the paper glossy, and
whilst this wasn’t a problem for me, it
may be for others.
I wish this had been written 20 years
ago when I most needed it. It would
have been such a great resource.
ISBN 987-0-615-20927-2
(You can use this ISBN number to
order books from a bookshop or even
on an Inter-Library Loan)
You can get a copy online at :
http://www.albinism.org/Raising_a_
Child_with_albinism.html
Price $15.00 NOAH Members;
$19.99 to Non-NOAH members.
We are hoping to have some copies
for sale at the conference or at least to
peruse before ordering.
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Fundraising – you have been very busy!
I am frequently humbled when I read
what people have done and how
much they have raised for the
fellowship. We always encourage
people to send pictures and other
background information about how
they have raised money. I am
particularly encouraged by some
reports of our younger members
being particularly persuasive on our
behalf. We have written it before, but
it is worth reiterating; all donations
and fund raising is greatly appreciated
and valued, big and small, since it all
makes a difference. We are after all, a
relatively small organisation, so
everything makes a difference. Whilst
we may mention you briefly, we are
heartily grateful.
Sunnymede School, Southport, gave
us a donation of £294.34 raised by
pupils weekly charity donations. And
from the same area of the country,
Huncoat Ladies Club gave a donation
£50.00 previously listening to a talk
about albinism. Lisa Steele, from
Penwortham, held a lunch party and
raised £165. Thanks must also go to
Mrs Eskici and her friends from
London for raising £100. Mowden
Junior School Darlington Durham
made a donation of £271-65 and
Ann-Marie Jackson, our contact
person in Darlington have been very
busy, cumulating in a £600 total of
monies raised at AHJ Work and her
from her local pub, cheers to them!
Barclay Wealth had a dress down day
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across city of Glasgow and gave as a
donation £491.00.
Our final note on fund-raising
comes from the Burke family –
David wrote:
Hi,
Just a note to let you know that we’ve
donated money through the
justgiving website resulting from our
eldest daughter’s, Hannah, brave
efforts.
Hannah & Jack joined a new school
recently (the school our youngest
daughter with Albinism, Kerry, will be
starting in August 2009). Just before
the start of Lent, the HeadTeacher
called all the Classes to the school hall
to decide on the nominated charity
for the Lenten Collection. Hannah, in
front of all the pupils at her new
school went up on the stage and gave
a fantastic pitch for Albinism
Fellowship. Albinism Fellowship was
the only minor charity in amongst
Cancer Research etc.. Out of the five
other major charities on the shortlist,
Albinism Fellowship came in second
place (narrowly missing out by five
votes).
As parents, we’re so proud of Hannah
for her “Feel the Fear and Do It
Anyway” attitude and Jack (“The
Persuader”) who was influencing any
floating votes on the school hall floor.
We decided to have our own Lenten

Collection (Children putting in money
they would have spent on sweets etc.
& parents matching 10% of whatever
the school Lenten Collection raised.)

Just wait till next year when wee Kerry
joins big sister on stage with “The
Persuader” doing his enforcing on the
school hall floor!
• Website – www.cafamily.org.uk

About Contact a family
Contact a Family is a national UK
charity providing advice, information
and support for any family with a
O
disabled
child in the UK, whatever the
child’s condition.
• Freephone Helpline – 0808 808
3555 open from 10am to 4pm
Monday to Friday, and 5.30 to
7.30pm on Monday evenings

Our website contains a wealth of
information, including access to our
range of factsheets which can be
downloaded free of charge.
• Podcasts and videos –
http://www.youtube.com/watch?v
=MGBp9PRklfM
Contact a Family has a network of
volunteer Local Reps who are parents
of disabled children on a national,
regional and local level providing
general local disability information.
Activities include parents’ workshops
and family events.
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In our inbox:
Isla & Craig Dewer from Kelty in
Scotland wrote to us with this
recommendation and
We've never looked back since we got

… “a photo of my son Alexander who
Hope
you like the picture
of our wee
has got THE BEST
sunglasses.
These
Julbo ones give full wraparound
protection and just cling to the side of
his head (there is a back strap to keep
them on too, but we don’t need it,
Xander never tries to take these off!).
We got these when he was 7/8
months old and the first day he wore
them was the first day he looked

t
m

around
outside!!
You can
imagine
how
pleased I
was. We’ve
never
looked
back since
we got these – he even has a
prescription lens in them now. I highly
recommend these to anyone. Hope
you like the picture of our wee man!”

Facebook & Twitter
The Albinism Fellowship is now on Facebook and Twitter. To find us on
Facebook, search for Albinism Fellowship or follow the link from the AF
website. To find us on twitter, go to www.twitter.com/AlbinismUK

Haggeye
Haggeye is a project that works across Scotland so
young people aged 12 to 25 years old can come
together to make a difference by successfully
campaigning for accessible services, facilities and
opportunities, locally and nationally.
Haggeye was previously known as the Youth Forum. The project is
supported by the Big Lottery Fund.
The easiest way to find it is to Google Haggeye or through www.rnib.org.uk
One mum emailed us and wrote highly of it… “I know my own two sons
Andrew & Stephen have met a few other people with albinism through
meeting up at events. They have visited Hollyrood and taken part in
discussions on improving services for young people.”
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What Families are For
Lisa & Andy tell us of their family.
We have changed their words, but I
hope and trust we have kept the
sentiment. You can see their
children’s photo in the snow on the
front page. Sarah (22 months),
Anna (8) and Matthew (4).
Their third daughter, Sarah, has
albinism and Di George syndrome.
These conditions, whilst both
genetic, are completely unrelated to
each other and both came as a bit
of a shock.
Lisa and Andy wrote to tell us of
their children’s reaction to their new
baby sister Sarah. With her amazing
shock of white hair, they loved her
to bits! When she was 12 days old
and they discovered that she had a
cleft palate (a hole in the mouth –
as the children called it), Andy and
Lisa felt like their world was falling
apart, but it was the two children
who kept them grounded. After all,
life still had to go on as usual. They
were happy to pass cloths when she
regurgitated milk, even though they
thought it was yuk, and they were
so patient to wait for Sarah to finish
her hour-long bottles. When Sarah
had her cleft repaired they sat in
the car on two-hour round trips to
the hospital, never once
complaining. Now that Sarah is
trying her hardest to talk, they both
help her with sounds and actions,
singing songs and reading stories.

Sarah also had albinism: sunburn on
an overcast day, a pinkish tinge to
her eyes when she looked towards
the window, an inability to fixate or
follow objects.
Again, Andy and Lisa initially felt
devastated, but it was the children
who made them realise that she
was still just like the rest of them.
They had to put up with many trips
to different hospitals and watch
various tests being carried out on
Sarah.
The hospital staff always
commented on Matthew and
Anna’s fantastic behaviour and how
lovely they were with their little
sister. Whenever the portage worker
left an activity for Sarah to do, they
were always keen to do it with her,
whether it’s playing a game or
rolling her a ball to follow.
Lisa and Andy tell us Sarah is
becoming quite a little monkey
now. She loves a bit of rough and
tumble with Matthew and she loves
messing up Anna’s toys. But they
put up with it all, even when she’s
blocking the television screen! Sarah
is doing really well now and a lot of
that is because of her brother and
sister! Mum and Dad say that
Matthew and Anna are the best
brother and sister that Sarah could
ask for and that they love them very
much. We agree! (Eds)

At 8-weeks old, a combination of
things lead them to realise that
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The 2009 London Line-up
Please note that we now have a new PO Box for all mail for Hilary as Membership
Co-ordinator. Please send any outstanding (gentle reminder!) and future subs here.
AF Membership
PO Box 284
Alton
GU34 9FW

Albinism Fellowship
PO Box 77
Burnley, Lancs BB11 5GN
01282 771900
Email: info@albinism.org.uk
www.albinism.org.uk

