Albinism Life
Issue 19 – Autumn 2010

Also in this issue:
❖ 2010 event roundups
❖ Review of Amazon Kindle
3e Book reader
❖ Stir your stumps (Cricket)
❖ HPS – new UK branch
co-ordinator

Editorial
We sometimes get enquiries,
questions and demands for help
from people abroad. The tragedy for
people with albinism in east Africa
continues. There are some
encouraging signs that the atrocities
are being addressed, but publicity
can be a double-edge sword that
spreads the myths as well as
dispelling them. Solutions are
frequently best resolved at a local
level by those close to the situation
who are most knowledgeable. There
aren’t easy fix solutions; cultures and
language, education systems and
customs vary greatly and it isn’t
appropriate for us to get directly
involved from a distance. Robin
explains our philosophy of giving
vocal support and sharing of ideas.
On the other side of Africa, the
Albino Association of Ghana is an
encouraging development for
people with albinism in that part of
the world.
We hope that this development
spreads to other countries. In the
meantime, a balance needs to be
struck between raising awareness of
such issues and protecting the
young and sensitive from
unnecessary alarm.
Some of you will have already met
Chris Fenlon who has attended some
of our get-togethers over the
summer. Chris is UK Co-ordinator for
the Hermansky-Pudlak Syndrome
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Network. Awareness and diagnoses
of HPS is rising in this country as the
condition is better understood. Chris
has kindly written an article for us.
Proud mum Fiona tells us why she
is so proud of her son Christopher.
New parents take heart, nurture
that can-do mentality within them
and they will bring a tear to your
eye achieving more than you
can imagine.
More good news is that technology
is developing to make all sorts of
things possible. Robin (who as you
may note, has been particularly busy
offering contributions to this
edition) has written a review of the
Kindle. It seems the electronic book
may have arrived. If you have a
solution that you have found works
for you, please share it. There isn’t
a one-size-fits-all solution, different
people find their own solutions.
I have cobbled together some
ideas people shared with me at
London BBQ.
If you haven’t been to one of our
meetings, you should come along.
You are very welcome to join our
informal get-togethers. Adults chat,
share the worries and solutions.
Children play, with others just
like them. At the London BBQ I
paused for a while to soak up the
scene, all families should have
this opportunity.

A good news story
We asked you for some stories,
as we always do before we write
the magazine. For those parents
who are near the beginning of
your journey with albinism,
read on and take heart. Fiona
Connolly, from Scotland
dropped us these few lines
after our request.
Speaking as a proud mum I wanted
to share this good news. Christopher
my son was diagnosed at birth with
albinism and I left hospital believing
that much of the future would be
within a darkened room!! Christopher
will be 17 in October and has
excelled at school. He has been Top
Boy in his 3rd, 4th + 5th Year at
Auchinleck Academy, Ayrshire,
Scotland and has just begun his sixth
and final year at Secondary where he
will be taking Advanced Higher
Chemistry, Advanced Higher Biology
and Higher Physics. However, the
reason I am replying to your e-mail is
to say that when his higher results
came through the door in August he
had achieved Five Highers with an
A Pass.
Christopher is determined not to let
his visual impairment stand in his
way as his results show. It is also to
give a message of hope to any new
parents who may believe their child
will not be able to succeed – this is
not the case – the sky’s the limit!! I
have attached a photo of Christopher
dressed for his School Prom in June
this year.

Christopher dressed for his
School Prom in June this year.
Christopher is determined not to
let his visual impairment stand
in his way as his results show.
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BBQ Roundups
The turn out for the London BBQ was probably the highest we have had ever.
It really was good to see so many old friends and some new families too. Many
thanks to Helen, Karen and everyone else who made this such a success. We’d
also like to thank all of the individuals and companies who donated prizes for the
raffle, which raised a significant amount of money for the Fellowship.

A very successful event was also held in Moreton in Marsh on 10th July. The
afternoon was shared with friends and families of all ages including some adults
and babies who are relatively new to the Fellowship.
It was opened with an introduction from a small group of musicians playing
flute, saxophone, clarinet and cornet, proving albinism is no barrier to learning
music, even though it takes a little more organisation.
More on these events at www.albinism.org.uk
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And across the water…
The Dublin BBQ took place on
12th June in Ballinteer. Around
30 people attended the event
including adults and children with
albinism and their families.
Musician Emilie Conway spoke
about her experiences of growing
up with albinism and her career in
music, playing and singing songs
throughout her story.

This sounds like interesting research
which should hopefully provide
more information about how
people with albinism see and would
be useful for parents and families of
people with albinism.
More good news….
Look out for a repeat of the
Albinism Family Weekend Events
that were so successful last year.
Rosie is planning to repeat
them in May 2011. We will
keep you posted.
Also a feature you may wish to
look out for:
The latest edition of RNIB NI’s
Sound Vision Ulster, an audio
magazine for blind and partially
sighted people, is available at
www.soundvisionulster.com

Chief Cooks and Bottlewashers
of Dublin

It features Rosie’s report on the
Belfast Albinism Information Day
and an interview with Louise
Neeson, RNIB Belfast’s Resource
Centre Supervisor. Louise has
albinism and recently won an
Apprentice of the Year Award for
Personal Achievement.

Northern Ireland News…
Rosaleen our contact person for
Northern Ireland has been busy…
Saturday 20th November.
Albinism Information Day
This will include an update from
the researchers on the NINA Study
(Northern Ireland Nystagmus
& Albinism).

See the website for more
information on all of these
including more pictures from all
the events.
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Anyone for Tennis, sorry Cricket?
With Autumn
leaves now
starting to fall
we can safely
say that our
quintessential
English summer
cricket season
is now just a
memory for
another year.
Some may say “Thank
goodness”, given all the news
coverage it received with the
betting controversies of our
last tourists!
While many of you will have
enjoyed watching “red ball” cricket,
the “Knott family” have been busily
engaged in supporting Adam and
David play for Hampshire VI Cricket
team in National Blind Cricket
league. It’s called blind cricket, but
is open to all those with a visual
impairment. So this is a call for all
your budding cricket players, male,
female, young or old to thinking
about getting on some whites (or
blues in the case of Hampshire) next
summer and joining up with your
local county cricket team and giving
VI cricket a go! You never know
there may be another budding
Kevin Pietersen, or Graeme Swann
out there amongst our Fellowship
membership, waiting to shine in the
VI game!
Blind cricket is played pretty much
along the same rules as red ball
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cricket, but there are a few obvious
differences. The pitch, in most
cases, is a full sized cricket pitch and
the action takes place on a normal
22 yard wicket.
Ostensibly the rules are the same,
with just a few modifications to
ensure maximum enjoyment is
taken from the game. The key
differences are:
• The VI ball is a size 3 football,
with beads in.
• Each team must have a minimum
3 “B1” players, B1’s are registered
blind, with the rest of the team
being made up of B2’s, B3’s
(as in Adam and David’s case)
and one B4 is allowed.
• All runs scored by B1’s count
double and B1’s can catch a man
out after one bounce of the ball.
As for the rest of the rules, they
follow normal cricket rules and even
the LBW rule is applied the same
way, and if you can understand that
rule, then you’re a better man than
I! Trouble is – B1’s must be out
twice LBW to be out! Now that only
adds a small bit to the confusion!
So how can you get involved?
Well, there are currently 8 teams
across the country, but new teams
will always be incorporated into the
league if there’s not one near you
and you want to think about getting
one established. Hampshire only
joined the league a couple of
seasons ago, and Yorkshire made

their debut this season. Currently
the league is comprised of:
• Essex Tigers
• London Metro
• South Wales Dragons
• Warwickshire Bears
• Sussex Sharks
• Northants Steelbacks
• Hampshire VICC (we really must
add to this name)
• Yorkshire VICC (Spot the other
new team)
As I’ve said, each team can and does
include lady players, and many of
the clubs will certainly have a junior
section. This season David, while
only 13 has made his debut for the
Hants senior team, and Adam while
still only 15 was one of the team’s
first pick bowlers. So you’re never
too young, or too old to get
involved in blind cricket.

The season is made up of fixtures
home or away as each team plays
once against the rest of the league,
and while there are a few long
journeys as with most team sports
the banter and camaraderie make it
worthwhile. Oh, and it does help if
you win, get a few runs or take a
couple of wickets!

In addition to the league
programme the popularity of the
shorter 20/20 form of the game is
taking off in blind cricket, and
there is a knock-out cup, with its
own finals day!
Some of the teams have some
association with their own county
cricket teams, and in Hampshire we
are fortunate to train at the indoor
cricket school of the Hampshire
Hawks, (now that sounds like a
good pseudonym to supplement our
name). The team were also
fortunate to play their match vs
Sussex on the Sussex County Cricket
ground in Hove. Dad made off to
the pier that day, to catch up with a
bit of R&R, and get an ice-cream!
And if you get good at the game,
there is an International form with
the key difference being it’s played
with a regular sized cricket ball,
albeit light weight and with beads.
And just as red ball, we hold the
“Ashes”!
So hopefully this has given you a
flavour of what you could get
involved in, I’m sure if you wanted
to get along and try it for yourself
the clubs would make you very
welcome, and most I’m sure will be
holding training sessions this winter
and spring. So here’s a few websites
that you may want to take a look at
if you’re interested.
The Home of Blind Cricket:
http://www.bcew.org/index.php
(probably the best place to kick off
your search)
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Hampshire Hawks (I’ll rename us):
http://blindcricket.hampshire.org.uk

Everybody please note:
Subs due in January.

Metro:
http://metroblindsport.org/
(more sports than just cricket)

We are reviewing the payment
situation at the moment following our
consolidation and closure of some of
our bank accounts. If you previously
paid by standing order please note
this will NOT occur in January. All
standing orders have now been
cancelled.

Northants:
http://www.northantsblindcricket.com
Yorkshire:
http://www.blindcricketyorkshire.org.uk

The best method of payment for us is
for you to pay via Justgiving.com
especially if you are a taxpayer and
would like to add in giftaid – at no
cost to you, but worth at least another
£2.50 to us.
You can also still send cheques to the
address below.
So there you have it, “Blind
Cricket”. As a parent it’s been great
to see both Adam and David
enjoying the game, making new
friends, and keeping active, and
now hopefully we’ll see a few
more of our fellowship around the
country next season. You can be
sure of a very warm welcome down
in Hampshire!
Phil Knott

If this presents a problem please
contact us via info@albinism.co.uk or
using the address below.
The current subs are:
• UK – £15.00 per year
• Ireland – EUR25.00 per year
• Overseas – £25.00 per year
• Life Membership – £250.00,
one off payment
AF Membership Co-ordinator, PO Box
284, Alton, Hants, GU34 9FW UK

Using Justgiving
Justgiving is very easy to use. Go to www.justgiving.com/albinism and press
the ‘donate’ button. You can then use a credit card or even Paypal to pay.
If you are a tax payer please also select this option.
Please then send an email to info@albinism.org.uk to say that you have paid
this way.
Don’t forget to use Justgiving if you are doing any fundraising – you can set
up a page for your event to send to all your friends and family etc. or you can
just use it to pay in any money or donations for the Fellowship.
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New UK Co-ordinator for the
Hermansky-Pudlak Syndrome Network
Hello! My name is Chris
Fenlon and I am the UK
Co-ordinator for the
Hermansky Pudlak
Syndrome Network Inc.
The ‘HPS Network’ was
established in 1992 and
has been working mainly
across the United States and Peurto Rico
but also has a truly global membership.
We have been receiving increasing
numbers of enquiries from people and
families in the UK seeking information
and testing. I am overseeing the
establishing of a UK branch (HPS
Network UK) so that we can offer
information and support to families and
individuals affected by HPS.
HPS is a rare type of albinism inherited
from both parents. All people with HPS
have either Oculocutaneous or Ocular
Albinism – but only a small number of
people who have albinism have HPS. In
Europe OCA occurs 1 in every 17,000 of
the population while diagnosed HPS
occurs 1 in half a million. (This is an
estimate because HPS is frequently not
diagnosed and most people at risk are
never tested.) HPS is believed to be
under-diagnosed in the UK due to a lack
of knowledge about the condition.
HPS includes a bleeding disorder,
albinism, and visual impairment. Signs
to look out for include: frequent nose
bleeds; small skin cuts that tend to
bleed for longer than expected; easy
bruising (bruises may or may not be
painful); people with HPS frequently say
they do not know how they got

particular bruises). The bleeding
disorder of HPS varies from mild to
severe, so some people who have
undiagnosed HPS are not aware of
these bleeding symptoms. Some people
may experience a shortness of breath
that might be related to HPS while
others who have digestive symptoms
may receive a diagnosis of Crohn’s
Disease (the latter is rare).
The priorities of the UK branch
include:
• To develop a quicker and reliable
route to HPS testing.
• To outreach to families and
individuals affected by HPS and to
form networks for mutual support,
for meetings and events, for fun,
and fundraising.
• To provide information and
support to families, individuals,
and communities who might be
affected by HPS.
• To raise awareness of HPS amongst
health professionals.
• To work collaboratively with health
professionals towards establishing
standards and coordinated care for
those affected by HPS.
You can find out more information about
HPS at www.hpsnetwork.org
Or contact me, Chris Fenlon, UK
Co-ordinator, HPS Network UK, at:
chrishps@btinternet.com
Skype: chris.fenlon1
Telephone: 01442-399822
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A new reading option for people with albinism?
A new reading option for
people with albinism?
Robin Spinks tries out the new
Amazon Kindle 3 e Book reader
E readers or electronic book readers
have been with us for a few years
now but have until recently, not been
a popular choice for people with low
vision. An E reader is basically a
wireless reading device which allows a
person to download and read a book
on a paper-like display screen often
referred to as e ink.
The advantages of an E reader over
the traditional book are:
• The devices are very lightweight;
• You can carry hundreds of books
digitally on one small device and
very importantly for people with
low vision:
• Text can be displayed in a variety of
font styles and sizes.
Launched at the end of August,
Amazon’s Kindle 3 can hold up to
3500 books and documents and is of
particular interest as it now has a
much improved display with 50
per cent greater contrast than the
previous model.
Up until now, E ink displays have
appeared very dull and have not
offered a high contrast reading option
for persons with low vision. The
Kindle 3 however offers a very good
level of contrast with an almost white
background and crisp black text.
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Unlike some other
electronic displays,
there is no glare
from the display as
it is not back lit.
The device is also
very lightweight
(247 grams) so it
is perfectly
comfortable to hold even for long
periods of reading.
Another advantage of the E ink
display technology is excellent battery
life, with up to a month of reading
possible on just one charge of the
Kindle 3’s rechargeable battery.
Until now I’ve not been a fan of
E books, largely because of the low
contrast offered by previous devices.
However when I tried Kindle 3,
I instantly noticed the improvement
and found the display easily readable
indoors in good lighting, or outside
where the ambient light aids reading.
Reading near a bed light also allowed
good contrast. In addition you can
purchase a small clip-on LED reading
light which clips on to the top of the
Kindle 3 and is powered by the
device’s battery. There is a very good
range of fonts available in ten
different font sizes. I was able to select
an appropriate font size, hold the
device at a comfortable distance and
read with ease, something which is
often hard to achieve with
conventional books.
The Kindle 3 also includes audible
menus and built in text to speech
(TTS) although this requires the

publisher to have this feature
activated on specific titles. In our test,
the male and female voices supplied
were perfectly acceptable although
this is unlikely to be the preferred
option for reading longer texts.
Browsing and downloading titles was
also not possible using TTS but it’s
likely that a future update will address
this issue.
There are currently over 630 000 titles
available to download to the Kindle
and the range is growing daily. You
can browse books by genre, author,
title etc and download a complete
book in just sixty seconds over your

Christmas is coming…
Saturday 4th December
2 – 5pm

home WiFi connection. There is also a
slightly more expensive 3G version of
the Kindle 3 which also allows you to
download books in any location
where there is a 3G network. There
are no subscription or contract costs
for either device. The Wifi only version
is available for £109 with the Wifi and
3G version selling for £149.
You can find out more about the
new Amazon Kindle 3 at
www.amazon.co.uk/kindle
Robin Spinks
Twitter @robinspinks
Facebook Robin Spinks

seasonal refreshments for everyone.
Karen’s greeting cards will also be
on sale.

We are pleased to
announce that once
again we will be
having a Christmas
Party and our
annual AGM
at Caversham Heights
Methodist Church Hall,
74 Highmoor Road,
Reading, RG4 7BG
Activities will include:
Annual General Meeting
Activities and party food
Our party and special visitor last year
for children plus light
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Albinism Fellowship and Albinism Issues
Around the World

Many of you will no doubt have
noticed the increased level of news
coverage of albinism issues overseas
and especially in east Africa lately.
The atrocities in Tanzania have been
a particular focus for national
newspapers of late. Many of you
may have wondered and asked us
what Albinism Fellowship is doing
about this terrible situation.
It is important to recognise the
complex nature of the situation in
for example, east Africa. The recent
killings are the work of witch
doctors, mostly from rural
communities where there is a belief
that the body parts of a person
with albinism can bring about good
health. These mistaken and
shocking beliefs are not new; they
have existed for many years and
have been perpetually passed on
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through generations of witch
doctors. Had there not been a surge
in global media interest, most
people would remain unaware of
this issue.
Albinism Fellowship is of course a
very small, volunteer led
organisation with limited resources
and no paid staff members. It’s
often said by external agencies and
media commentators that AF
punches well above its weight,
meaning that we achieve a lot for
our size. The board of AF trustees
has considered carefully how we
can best help our friends in the
developing world in ways which do
not detract from our core purpose
as a UK and Ireland charity. So our
approach to supporting
international work can be
summarised as follows:

• We will lend our voice to
international campaigns on
albinism issues, condemning the
terrible events in east Africa.
Over the past year, we have
contributed to a variety of radio
programmes and press pieces
• We will support the development
of advocacy initiatives in
developing countries. In 2007, we
supported the creation of a pan
African group of albinism
societies, many of whom are now
actively engaged with
governments
• We maintain a global links page
at www.albinism.org.uk
signposting people to national
albinism groups across the
African continent and beyond
• We regularly explore other
opportunities to provide practical
support where appropriate, for
example personally sponsored
overseas missions
• Our small size, limited resources,
and of course our constitution
mean that we have to at all times
be realistic about the extent to
which we engage in overseas
activity. Our board of trustees are
absolutely committed to
providing support to overseas
work where we can but we must
always employ a careful
approach. Here in the UK and
Ireland, our challenge is a very
big one and we must remain
focused on our core function as
a charity.

If you’d like more information on
this topic or if you have specific
suggestions we’d be delighted to
hear from you. Drop us an email at
info@albinism.org.uk
Robin Spinks, Vice Chair
Media and Advocacy
Fellowships Abroad
As Robin’s article has pointed out
above, our Fellowship can really
only work for us in the British Isles.
Occasionally we get inquiries from
people in far off countries where we
don’t have the local knowledge and
expertise to give advice and
support in the same way as we
would for home. As an organisation
we do share ideas about how we
operate; in the summer I talked to
the board of trustees of the
Albinism Fellowship Australia using
Skype (this can be used for free
conference calls over the internet).
Exchanging ideas and information is
cost-free and individuals and
organisations can cherry-pick the
ideas that work for them. It reminds
me of Schmacher’s ‘Small is
Beautiful’ mantra. So we are
encouraged to hear of another
sister organisation developing in
Africa, an initiative being run by
Sightsavers International, the newly
formed Albino Association of Ghana
getting involved in this in such a
positive way. Here is the link:
http://www.sightsavers.org/our_wor
k/around_the_world/west_africa/gh
ana/12911.html
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Thank you to…
You may have noted that we missed
out some thank yous in the last
newsletter. This was an oversight,
so here are some rather belated
thanks and acknowledgements as
well as some more timely ones!

James Catten and Luke Morgan
Last April James Catten with his
friend Luke Morgan completed the
Silverstone Half Marathon. James
did a time of 1 hour 55 minutes
and Luke followed him in soon
after. With sponsorship from family
and friends they raised £310 for the
Fellowship and James says ‘Hi!’ to
his nieces Ellena and Georgia!

Elizabeth Wright
We gratefully received a £50
cheque received via Elizabeth
Wright for money collected by their
prayer group.

Donation in memory of Mrs
Dorothy Little
The donation in memory of Mrs
Dorothy Little was also gratefully
received at the end of last year.
As I always write in this section,
your donations are always gratefully
received. Big or small, they all
add up to make a difference to
our funds and what we are able
to achieve.

Centre Stage in Solihull
Alan Bailey, the treasurer of Centre
Stage in Solihull enclosed a £53
cheque for us from his members.
Instead of giving individual
Christmas cards to each other, they
all signed one large card and gave a
donation to a charity. It was kind of
them to think of us.

Bounty Charitable Trust and
Steffen Mitchell
We should also like to acknowledge
the £100 from the Bounty
Charitable Trust as well as £100
from Steffen Mitchell.
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Stop Press: AFA Conference
date change
Shari Parker tells us that their
conference of the Albinism
Fellowship of Australia (AFA)
has been moved to 7-9
October 2011. It is still at the
Novotel in Melbourne. (Some
inconsiderate chaps in a
football league announced
some grand finals in the city
for the same weekend.)
I don’t imagine this will affect
many of you, but for a few
who may be thinking of
attending this news may be
rather important!

Sherwood Forest Walk

Retracing the footsteps of a legend…
Jo Bennett, whose daughter Jessica has
albinism, along with work colleagues,
followed in the tracks of Robin Hood, Will
Scarlett, Maid Marion and Friar Tuck as
they strode through Sherwood Forest to
raise funds for the Albinism Fellowship.
Jo was joined by seven colleagues who
also work as trainers for pharmaceutical
company GlaxoSmithKline (GSK), along
with children and partners, including her
husband Andrew. They all took part in
the three-mile-long sponsored walk amid
the oaks and beeches of the legendary
forest, to the north of Nottingham,
where, according to legend, Robin Hood
was thought to hide out.
Passing the celebrated Major Oak tree at
the start of their walk, the group
collected £440 (plus £105 Gift Aid)
through sponsorship and donations from
their ramble on June 13.
The team was taking part in GSK’s
annual ‘Orange Day’ activities, where

employees around the world are
encouraged to spend one day a year
helping the charity of their choice.
Jo, a GSK Field Training Manager, who
organised the team’s Orange Day, said,
“We were very pleased with the way the
day went and to exceed our fund-raising
target of £200 by a considerable margin.
“There was a great turnout with almost
all team members, their partners and
children able to attend, and even a
family dog taking part in proceedings!
We also finished our walk before the
afternoon rain arrived, which was an
added bonus. This year we decided we
wanted to do something to help the
Albinism Fellowship, as my daughter
Jessica has the condition.”
“We’re very pleased with the amount
raised and a great turnout on the
day, which proved to be great fun and
the money will help the Albinism
Fellowship continue to support
families like us.”
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Front page Photos:
Clockwise… New members at the
London BBQ, cornet player at Five Shires
event, a very distinguished en-bearded
Clive in London
Back page Photos:
Top: London BBQ fun times
Bottom: Five Shires Event group photo

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

