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Editorial
The awareness of albinism has certainly
been raised because of Darnell’s
presence on Big Brother. Whether you
love or loath the show there can be no
doubt that many more people in the UK
now recognise the term ‘Albino’ and
know that this applies to people with
white hair and pale skin that burns
easily. But I am left wondering whether
many of the general populace realised
that Darnell was visually impaired, as
some people I have had conversations
with had not realised. This is not for the
want of trying. Robin Spinks was on one
of the spin-offs of the main show, Little
Brother, so anyone watching this would
have been better informed. Robin also
tells me that the general media interest
has grown considerably during the year.
Some of you may have also viewed
“The Whitest Family in Britain”, a short
documentary film shown on Channel 4
in early October. Whilst this film was in
no way inaccurate in substance, it
wouldn’t have been the film that I
would choose to make. However, it had
considerable merit and raised many
important issues. It should be
remembered that the film-makers have
a particular take on the subject and the
albinism may just be the vehicle for
another message. My father-in-law once
took part in a documentary project that
condensed 190 hours of filming into
about 50 minutes. Clearly there are
many different versions that could be
made for many topics.
There is in many people’s minds the
question of whether a person with
albinism is a good ambassador for
people with albinism in general. There is
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perhaps a fear from some that the
general populace will judge all people
with albinism from the one they have
seen on the telly or meet personally. Of
course, the truth for me is that some
will, some won’t, but the more
exposure there is in the media, the
better the general perception that
people with albinism are individuals first
who just happen to share some of the
same genes.
The Darnell factor may have played a
part in your life. At Bognor Regis I
stopped to look out to sea as my family
walked on the promenade. Behind me I
heard a voice say, ‘Look, Darnell’s sister,’
and another ask, ‘What?’ ‘There she’s
albino…’ came the reply, as they walked
off in the distance. When I caught up
with my family we laughed about
getting a T-shirt that says “Not Darnell’s
Sister”. This man’s comment was
intended as a private one and I would
like to think albinism awareness may
have been notched up just ever so
slightly that day. It is not always easy to
know the best way to react in such
circumstances, particularly if the
comment from a stranger is
unwelcome, ill-timed or rude.
Practising scenarios with young children
at home can sometimes be useful in
deflecting such attention and affirming
self confidence.
The theme of this magazine is ‘The
World is YOUR Oyster’. It seems that
Daisy and others have been searching
new depths. We hope this issue inspires
you to get out, get up, go under! Please
write to us about your adventures and
send some pictures!

Media update
The past few months have been very
busy at Albinism Fellowship’s media desk
(the PC in our study to be precise).
Much of this upturn in media enquiries
has come about around the same time
as a person with albinism featured in the
reality TV show Big Brother.
It is often the case that a film featuring a
person with albinism will spark a frenzy
of media interest, although this often
dies down after the initial hype around
the film has passed. At AF we’ve seen
this many times before and have always
taken the view that even a negative
portrayal must offer some opportunity to
set the record straight and raise positive
awareness of albinism.
Darnell in Big Brother was clearly taking
part in the show through personal
choice and was not there as a
representative of AF or indeed any other
albinism organisation that we’re aware
of. He did make it to the final night and
during his time in the house he raised
awareness of albinism issues among a
large number of people. From AF’s point
of view, his participation in Big Brother
generated an increase in the level of
interest shown by journalists and
film makers.
Since the last issue of Albinism life, we’ve
had several interviews with local radio
stations across the UK and with BBC
regional radio. We’ve also run a
campaign around an inaccurate
portrayal of albinism in Northern Ireland.
We also supported many journalists with
information for proposals including the
provision of accurate up to date info on
the condition and where appropriate,
we introduced journalists to people with

Robin & Karina with the new postcard
albinism from the fellowship’s Advocacy
Network. None of this would have been
possible without the dedicated support of
the fellowship’s trustees and the many
members who’ve got up early to take
part in radio shows and to speak to press.
Another part of AF’s response to this
increase in advocacy work, has been the
introduction of our new Real Lives
postcard. This simple photographic
postcard uses images from our Real Lives
series together with a short and simple
explanation of albinism. The aim is to
provide people with an attractive and
colourful way of raising positive
awareness of albinism issues. Anyone
who wants to challenge a
misrepresentation of albinism can simply
add their personal message to the back
of the card and send it to broadcasters
or others who need to learn about real
life with albinism. We’ll be distributing
these postcards to our Contact Persons
and making them available at AF events
over the coming months.
So all in all, it’s been a very busy and
very positive period for our media work.
If you feel that you’d like to contribute
in any way drop me a line at
robin@albinism.org.uk
Robin Spinks
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Barbecue London
Thanks again go to Helen Orros and family for facilitating another splendid
occasion. The weather was perfect (for us) warm but overcast. The main
topic of conversation was the presence of a person with albinism on Big
Brother. We had the usual diversity of food on the barbecue, skilfully cooked
by a multitude of chefs.
As always, the most important aspect was the informal meeting of new and
old friends, to swap and share experiences and advice with top tips on
everything from sun creams to statements.
Selection of photos from the day – also on the back cover.
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When we have a family BBQ we mean all the family because the issues affect
everybody – the extended family too!

Mixed, relaxed, informal sharing
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BBQ Dublin
This took place on the 28th June. There was a very good turnout this year. The
weather never affects us as we cook on the balcony! Paula McAleese, our guest
speaker, spoke about her experiences with albinism. She also entertained us
with her lovely singing. Some of the little ones could not resist getting up to
dance. Some people were able to stay back for a drink afterwards which was
quite nice as it gave people a chance to mingle and get to know each other.
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Fundraising

Hannah, Jack and Kerry with mum, Elaine, and dad, David
Hannah (9), Jack (7) and Kerry (3) had a car boot sale and sold a lot of their
toys that they don't use anymore. They raised £86 and sent it to the
Albinism Fellowship through the 'Justgiving' link on the website.
Dave Brennan
collected €950 for
Albinism Fellowship
by running the
Cork marathon.
Also Denise
Spillane collected
€700 for Albinism
Fellowship through
the Irish Parachute
Centre,Co. Offally.
Well done to both
of them.
Mark receiving the
cheque from Dave
at the Dublin BBQ
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My scuba diving adventures

Hi, my name is Daisy Stoner and I have
albinism. Below is an account of my
latest adventure:
In July 2008 I went with five friends to
a scuba-diving party for my 12th
birthday. We went to the London
diving centre in Osterley.
In the private covered pool there were
two PADI qualified instructors with us.
We started off with a short lesson on
the pool side showing us all the
equipment and how to use it. Then
one by one we got into the pool and
the instructors helped us to put on our
masks, air tanks, flippers (fins). After a
short time we were soon swimming
under the water and playing games, all
my friends agreed it was a great
experience and a lot of fun.
In August this year myself, mum, dad
and sister went to Lanzarote for our
summer holiday, while we were there I
was looking forward to trying out my
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newly learned scuba
skills. On our second
week we found an
English speaking dive
centre. On the day of
my dive it turned out
that I was the only
person booked in that
morning, therefore I
had a one to one lesson
with the instructor. We
met at the dive shop
were I was fully kitted
out with the scuba
equipment and off to
the beach we went. We
waded out into the sea
to a depth of about 1.2
meters and because I had already had
some instruction in the pool I was soon
swimming below the surface.
We swam along the sea bottom until
we were at the depth of about
7meters. There were lots of rocks and
fish, and then my instructor pulled out
some bread rolls he had in a bag and
instantly the hungry fish were
swimming all around us. There were
silver fish with orange stripes on their
backs, all over silver ones and my
favourite fish were black with an
electric blue flash on their sides, the
fish ranged from little tiddlers to great
big ones. We were swimming for about
half and hour but it seemed like only
five minutes. Although I enjoyed the
swimming pool the sea was much
better by far. If you get the chance
don’t be scared it’s really easy and an
absolutely brilliant thing to do.
Daisy – Scuba Star on front page

The world is your oyster

Karina (above)
Craig (left)
At the risk of being overly proud
parents (eds – parents of Martin &
Karina!) and in an effortless link to the
previous article, it seems that scuba
diving is a popular pursuit amongst
people with albinism at the moment.
Karina, Craig (with the scout group
they both belong to) and Martin
(now PADI qualified), have all jumped
in fin first! Just more examples
of our young members getting
out there.
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Karina has particularly been busy
this year.
In July she walked 26 miles in the
Cotsworld Hills at night, in torrential
rain with 2 other deaf lads, to come
first in their under 17 age-group, in a
scouting activity called ‘The Sun Run’.
This was a major achievement in itself.
Surfing on Fistral beach, Newquay,
marathon boat racing on the Thames
at Windsor and indoor climbing are
just some of the other escapades in
her busy GCSE year! Martin graduated
from Oxford with a First, following in
brother Daniel’s footsteps, as well as

enjoying a good year for Octopush
(Underwater hockey see front page
pic) in the Oxford Uni club.
These are all examples of success from
our young members and we include
them as encouragement to all of you
out there.
Whilst there are sometimes safety
issues to be addressed, most are not
insurmountable and the world can
be your Oyster too if you set your
mind to it! Please tell us about it
and take pictures so we can celebrate
your successes.

Marathon boating
(above)
Far left: Beach
boy Craig
Left: First U17
mixed team home
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Review of the SmartView Nano from Humanware
I wanted to share with you my
experience with a new electronic
magnifier from Humanware. Many
of you will no doubt be using a
hand held or pocket magnifier for
shop labels, medication packets,
restaurant menus or dare I say those
lovely little landing cards which are
handed out on international flights.
There are simply loads of situations
where a small but discrete
portable magnifier can come
in really helpful.
As a teenager I used to hate
carrying a magnifier with me as I
thought I would be less cool than
other people. But now at 35, I’m
more than happy to use one
anywhere and it does not bother
me what other people may think.
Speaking of “cool”, the SmartView
Nano video magnifier is certainly a
very smart and handy device for
anyone living with low vision. Small
and compact, it can come into its
own anytime, anywhere. Weighing
less than 4 oz or 106 g, it magnifies
from 5X to 20X on its LCD screen.
Always ready, thanks to its
rechargeable battery with autoshutoff mode, you can carry it
around with you whenever you
want wherever you want.

closer for viewing. I’ve found this
really helpful in so many ways. On
returning from a trip I found my
legs with several insect bites.
Unable to get close enough to
examine the bites, I was able to
capture the image with the
SmartView Nano and then hold the
device close enough so that I could
carefully examine them.
You can view any images in full
colour or reverse polarity if you
prefer. It also has built in lighting
which can be switched on or off to
suit the ambient lighting
conditions. It runs on 3 supplied
AAA rechargeable batteries and has
a usage time of three hours on a
full charge.
At a cost of £125, the SmartView
Nano is well worth a look,
especially if, like me; you move
around a lot and want a small smart
pocket size solution for times when
a simple hand lens may not be
enough. See the advert on page 15.

The SmartView Nano is a genuinely
pocket size device. And I don’t have
huge pockets! Small print can be
quickly enlarged to a manageable
size with a simple click of a button.
Use the freeze-frame function to
capture an image and then bring it
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How do you get back something you never had?
Peter Allen from Optima Low
Vision Services writes:
As a Low Vision specialist I spend
most of my time trying to restore to
people some of the vision they have
lost.
So, how do you give back something
that someone has never had?
Very difficult – or is it?
Sometimes we just want to
“See Better”.
How do you judge how well you
can see?
Numerically, your Optician can
measure your vision and say how
much. But how does that relate to
how YOU evaluate your eyesight?
Is it by how well you can read a
newspaper or magazine? Or by how
well you can see the TV picture, or
more frequently by how close you
have to sit to the TV set? Do you
lean forward uncomfortably and peer
at your computer screen? How close
do you have to be to someone to
recognise them? Not just at home,
but out in the street, or in a crowd.
We are sociable by nature, and
communication forms an important
part of our lives. Do you have to get
uncomfortably or impolitely close
before you say “oops, sorry, I
thought you were……”, or “Hi Jane
(or Joe)”? Can you get out-and-about
comfortably on your own without
feeling insecure? Can you shop on
your own if you want to? Do you
have your independence?
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Daniel uses his Ocutech to
see signals while driving his
train. (Only just visible under
the brim of his hat!)
Practical things like these really
make up the basis of just how well
you can judge the limitations of
your eyesight.
This isn’t about reading newspapers
and letters or writing a cheque.
Seeing your watch or setting the
cooker controls. This is about the
other 90 or more percent of the day
and how you spend it.
It’s how YOUR vision affects YOU,
and your lifestyle.
If your vision does not come up to
scratch in this respect, then it might
be worth considering a type of
device that has helped many people
in this situation make a real
difference to their lives.
We’re talking about the BiOptic
telescope – which is a lightweight
telescope mounted on a pair of
conventional spectacles, above the

line of normal straight-ahead sight,
and used by tilting the head
momentarily downwards. It does not
interfere with normal walking or
affect mobility in any way.
As you may know, telescopes make
objects seem bigger, just like being
closer-up to them, and therefore
recognisable from further away.
So, with a 4x telescope, something
which you can only recognise at 3ft,
or arms length, would be
recognisable 4 times further away, at
about 12ft, or across the room. [But,
not beyond that. The limitation is the
magnification value of the telescope.]
In practice, the process extends the
visual recognition distance from a
close 3ft to a very much more
sociable and comfortable 12ft.
Apply this to a person entering a
room or approaching in the street,
reading facial expressions and
gestures. Watching TV at home,
shopping, and all of the things we
have already mentioned, and you
begin to see the possibilities.
Nothing is perfect, using
magnification has its limitations and
disadvantages in any format,
particularly reducing the area
covered, and any device has to be
used correctly. A manually focused
telescope is clear at the distance at
which it is focused, and this has to
be changed if we view something at
a different distance, so this process
may have to be done quite
frequently, especially at the shorter
ranges where the depth of field is

more critical. Also, we need to
consider is how sensitive people may
be to being looked-at with a
telescope, especially if we draw
attention to it by adjusting it
manually. It’s a bit like pointing a
camera at someone, they become
self-conscious.
The breakthrough to this has been
the development of the Ocutech
Auto-Focus telescope. Users report
that friends and acquaintances are
not sensitive to being looked-at with
the device as auto-focus means that
there is no requirement to touch it
from the moment it is put on to the
time it is removed. When not actually
sighting through the telescope, the
wearer’s usual friendly face and eyes
are clearly seen. The range of clear
vision is from 12 inches to infinity.
Learning to use these devices takes
some practice, but is not difficult. As
a patient said to me recently, “You
can teach someone how to ride a
bike, but they still have to do the
pedalling”!
As for uses, another said “I’ve had
this auto-focus device for three years
now, and I’m still discovering new
things I can use it for”.
A minimum standard of vision is
needed. Usually the top line of the
Opticians standard chart or better
will produce a good result. A stable
eye condition will mean that any
device will be useful for a long time.
Of course, Albinism is just that, a
stable eye condition. It’s up to you.
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News roundup
Subs – Reminder
Due to unforeseen circumstances
we did not manage to send a
subscription request out to
everyone this year. If you
haven’t yet paid your subs for
this year please send a cheque
for £15 (UK) €25 (Ireland) as
soon as possible. We were
hoping to offer a Direct Debit
facility this year but
unfortunately, due to the current
financial climate, the bank will
not grant us this facility as we
do not have a big enough
turnover. So for now we have
only the ability for members to
renew by cheque or set up a
Standing Order.

Albinism biggest cause of
childhood visual
impairment
Albinism is the most common cause
of visual impairment in children
(20%) followed by rod cone
dystrophy (10%), according to
research at a specialist paediatric
low-vision assessment clinic at
Manchester Royal Eye Hospital.
March 16, 2008.
The researchers examined data on
64 children collected over a 20
month period. Many children had
secondary ocular abnormalities,
including nystagmus, which was
present in 51 of the 64 children
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(80%) but was considered to be the
primary cause of visual impairment
in only one child.

News from Tanzania
Some of will undoubtedly be aware
of the atrocities that have recently
taken place in the albinism
community in Tanzania. It is not
appropriate to elaborate or give
details in our family-orientated
magazine, but if this is something
that does concern you we have a link
on our website or you can go directly
to www.underthesamesun.com
In a positive step Al-Shymaa KwayGeer has been elected Tanzania’s
first MP with albinism. She has been
given the responsibility for
researching the situation and
addressing the issue.
This is obviously a situation that will
take time to be resolved. Our good
friend Rick Guiodotti is already
involved and raising awareness of
the issue.

More Fundraising
A Music Fundraiser Night for the
Albinism Fellowship was held on
Friday 17th October 2008 in the
BBC Belfast Club. The main act was
Paula McAleese, one of our
members who released a single in
the Irish charts in February 2008.
She put on a fantastic performance
with Stevie McKnight on guitar.
For more information on Paula
McAleese see
www.paulamcaleese.com

Other music groups performing
were acoustic cover band "One
Night Only" (Fionnuala Dempsey,
Dominic Gribben, Gabriel McErlean
and Oran Heron), "Baileys & Lime"
– not a drinks recommendation!
(RNIB NI's Martin O'Kane, Thomas
Quigley and Rosaleen Dempsey)
with some Irish Folk and Traditional
Music and Joe Kenny who
performed many of our
contemporary favourites and gave
people a good reason to get on the
dance floor.

Ireland who helped tomake the
night a success. The event raised
£330 for Albinism Fellowship.
Rosaleen Dempsey
Paula (below)

Many thanks to Bridgette Boyle and
all the staff of the BBC Club who
supported the night so well. Thanks
also to the staff of RNIB Northern
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London barbecue 2008 – new and old friends

Stop Press:
Belfast Albinism Fellowship Family Day
Saturday 22nd November 2008 11am-3pm RNIB NI, Belfast Office,
40 Linenhall Street, Belfast BT2 8BA All welcome. Lunch provided.
A chance to view and purchase products from the RNIB Resource Centre
Further Information: Rosaleen Dempsey, RNIB NI
Tel: 028 90329373 mail: rosaleen.dempsey@rnib.org.uk
AGM/Christmas Party Sunday 7th December 1.30-4.30pm Caversham
Heights Methodist Hall, Reading. See website for further details.
Albinism Fellowship Conference Dates: 20th-22nd Nov. 2009 Chester

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

