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Editorial
This is a one-off bumper edition
of Albinism Life for Spring 2012.
The astute amongst you will have
realised that there was no edition
in the autumn of 2011. We have
changed how we produce the
magazine because of escalating costs
of production with the organisation
who have prepared it for printing
and then produced it for many
years. We have purchased software
that should enable us to make final
adjustments with less lead-in time for
the final copy. My apologies for no
autumn edition, this bumper edition
is longer and contains much of what
should have been in the last edition.
We will return to the normal format twice a year, in the autumn.
During the past year there has been
some interesting news stories in
the media related to albinism. Such
stories can be confusing or alarming
or raise false hopes. The substance
and truth is sometimes buried by
hacks going for the catchy headline.
There is the ‘leap forward’ in
research with a drug called nitisinone
which has increased the amount of
melanin in albino mice in lab. My
lay-person understanding is that the
melanin plays a crucial role in the
development of the eye before birth.
In one sense I am heartened by news
of any research taking place, but this
is tempered by the knowledge that it
is probably only an initial step. If you
are an authority for any research we
would be pleased to hear from you.
On an uplifting note, may I draw your
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attention to ‘White Noise’. There is a
link from our website. If you haven’t
listened in on the ‘podcast sisters’
(aka Sara and Kristina - not real
sisters) discussing their own take on
life with albinism, make it a priority.
It is French & Saunders, Dudley
Moore & Peter Cook, dissecting life
with albinism. It has humour, a quiz
and thought provoking discussions,
whether you are old or young.
In this edition we have an article
from member Kevin Hern JP. Kevin
is a magistrate, we think he is the
only serving JP with albinism in the
UK. On a similar theme of public
service, Ruth Sear has written about
Robert Lowe, a distinguished MP in
the 19th century. The Fellows family
have been in the backwoods, using
sharp implements, with what looks
like a large measure of success. I am
in awe of Jane ‘Iron-woman’ who is
preparing for a feat of endurance
that takes positive thinking into the
stratosphere. It seems that many
people with albinism are both busy
and successful and enjoying life.
There is much so take heart from if
you are the parent of a youngster
with albinism. What might they
become, JP, MP or superb athlete?
We have some ideas for fundraising
you may wish to try during our
Albinism Awareness Week. It doesn’t
have to be big, ‘Small is Beautiful’ to
quote the famous economist, and
lots of small events can have a big
overall impact.

Belfast Information Day
At this day Natasha Healy, a research
optometrist, gave an update about her
N.I.N.A. (Northern Ireland Nystagmus
Albinism ) research study that she is
conducting. This is a big study and I am sure
we will all be interested to hear her findings.
Moyra McClure, a lecturer in low vision aids
gave a talk about telescopes, bioptics and
other low vision aids and Stephen Porter
gave some person insights to living with
albinism as well as the Regional Vision Resource Base that adapts books for
all those with VI needs. And for the children there was a balloon modeller,
amongst other things!

Dublin Day
Everyone seemed to have enjoyed the day despite the damp weather. People
mixed well and commented on the nice atmosphere.
Children had good fun with sports equipment, paper & crayons as it was
a rather showery day. A big thank you goes to Betty McCarthy and Tom
Cosgrove, who cooked the burgers and prepared lovely salads. Thanks also to
people who brought yummy cakes!
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London BBQ
The London BBQ was the usual mix of party and
intermingling. I think the photos convey the
atmosphere. Children playing, parents swapping
advice and other adults just generally catching up. I
commented that there were more adults with albinism
attending, and then someone pointed out that many
of them were once the children!

We had some circle time, a semi-formal
meeting where Tolga demonstrated the
use of his electronic music stand to give us
a recital on his double bass.

Friends Kevin is the JP, see
next article.

Everybody together - if you haven’t been to an event why don’t you come
along some time?

More pictures and event news on the website
www.albinism.org.uk
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Connect Albinism Weekend - May 2011

The Connect Albinism Family Weekend took place at the Share Centre, Lisnaskea,
Co. Fermanagh in May. Nine families attended the weekend and took part in
the programme, which included climbing and arts and crafts for the children
as well as an information session for parents.
Families had a chance to use the Share Leisure complex facilities and to see the
RNIB chalet, which is available to blind and partially sighted people and their
families.
Many thanks to all the volunteers who helped to make the weekend such
a success, as well as the parents and children who attended. The weekend
was made possible by funding from BBC Children in Need.

London Christmas Party
While the children were entertained with party games, the Annual General
Meeting took place. The Chair’s Report and the accounts for 2010/2011 are
available on our the website.
After the AGM, each of the children was taken by one of our ‘elves’ to go and
see Santa, who’d kindly taken time out of his busy schedule to pop by and give
the children some gifts.
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Kevin Hern writes... You too could be a Magistrate
Magistrates (or Justices of the
Peace) sit in groups of three in
the Magistrates Court in England
and Wales. Appointed by the Lord
Chancellor, anyone over the age of
18 can apply to become a Magistrate,
though most are in their late 20s or
older. Visually impaired people used
to be barred from applying for this
important role, but this was lifted in
1998, which is when I applied. There
is a lengthy application process
involving court visits, forms, two
interviews, in-depth criminal records
and background checks, and a lot of
waiting.
I was appointed to the Lavender Hill
Bench (in Clapham Junction, South
West London) in January 2001. I am
also a mentor, Magistrates Association
bench rep and bench treasurer
and became a Presiding Magistrate
(chairman) in August 2009. To the
best of my knowledge, of the about
29,000 magistrates in England and
Wales, approximately 36 have a
visual impairment. Of these,
18
are chairmen. At the moment I am
not aware of any other people with
albinism on the bench.

trained lawyers or barristers, but
do receive regular training. We are
assisted by a fully qualified Legal
Advisor, or the Clerk.
We deal with all criminal offences
ranging from murder to minor
assaults and driving offences. Of
those only the most serious are sent
up to the Crown Court to be dealt
with by a judge. The maximum
sentence we can impose is six months
imprisonment and/or a £5,000 fine.
One very important aspect of our
work in court is making decisions
on whether defendants waiting for
trial or sentence are remanded into
custody or released on bail, with or
without conditions. This is also true
of defendants who we send to the
Crown Court.
We deal with various types of
applications in court for search and
right of entry warrants. If you are
interested in finding out more, or
would like to apply, go to www.
magistrates-association.org.uk
By Kevin R
Hern JP
Forest Hill,
London

What do Magistrates Do?
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A Magistrates Court has a bench of
three, made up of two wingers and
a chairman, who sits in the middle.
We all have the same powers and
have an equal say, but the chairman
speaks for the bench and announces
decisions to the court. We are not

Photo by
permission
HMCTS
SW London
Bench

Jack shows his father a thing or two about wood carving
Jack Fellows (15) and Will Fellows (‘nuff said) went spoon carving at Lower
Woods in South Gloucestershire on Sunday 10th July. Jack and Will had signed
up to one of the Gloucestershire Wildlife Trust’s ‘taster courses’ to see how they
would fair making their own wooden spoons from ‘scratch’; the picture below
shows how they got on!!
From right to left; Jacks Spoon,
Will’s spoon and others of more
accomplished carvers.
Will reports…We arrived in beautiful
sunny weather in the remote Lower
Woods (Post Code GL9 1BY) at 9.30
for a 10.00 o’clock start. Our host for the day, Simon Fowler, had already set
up a tarpaulin, rustic seats and had the camp fire alight and the kettle boiling
away merrily. There were 4 of us would-be ‘Ray Mears’, which meant plenty
of 1 2 1 tuition from Simon. After the balanced safety talk we were shown the
basics of wood carving using some extremely sharp tools. Simon understood
Jack would not be able to see the details of his demonstration at the distance
he would normally teach and so he adjusted his position for Jack to get a much
clearer view. Whilst the tarpaulin was normally used to keep off the worst of a
British summer, it provided Jack with some welcome shade, giving un-dappled
light for him to work in.
Having the basics learnt and understood, we
embarked on the first project of the day - a
wooden wedge! Some simple cutting strokes to
get us into the day and allow us to hold the
knives correctly and safely - we were told it
was a long way to A & E! Once we had created
our masterpiece wedges we moved off camp
to find some wood for our spoons. Everything
we would be carving on the day was in ‘green’
wood - i.e. freshly cut.
After a short introduction to the types of local
wood and their uses we settled on, what we
thought was a very large coppiced Hazel. This
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Jack shows his father a thing or two about wood carving
trunk, however, provided the group with all
our material for the rest of the day.
Our so-expertly carved wedges were
sacrificed almost immediately to split logs cut
from the Hazel. We then chose the ‘best half’
to carve our spoon from. Pretty much the
rest of the day was spent learning different
cutting strokes, using specialist hook knives
and reducing a 50mm radius and 300mm
long log into the spoons in the top picture yes we did remove a lot of wood! My spoon
had started out as a salad server, however, ended up as a sugar soon!
Was it worth it? A resounding “yes” from Jack, “the best day of the year”
he said. As for me, another resounding yes! It can be easy as a parent of a
child with albinism to perhaps shy away from what may be seen as some of
the ‘riskier’ activities, however, with the right teacher and environment it’s a
rewarding and enriching experience.
We would like to say a big thank you to Gloucestershire Wildlife Trust for hosting
the event as well as to Simon Fowler of Explore the Wild, who demonstrated
his woodcraft skills to a tee (spoon!).
I’m sure you too are getting up to new and exciting things every day of the
week, so why not let us know what you’ve been doing, write a few words and
inspire someone else to give it a try.
http://www.gloucestershirewildlifetrust.co.uk/
http://www.explorethewild.co.uk/index_courses.htm

Sub-Editors Wanted
Martin and Hilary enjoy putting the Magazine together. We would like to offer
the chance for others to help us. We think it would be a good opportunity for a
teenager, perhaps interested in journalism, to try their hand at some editing or
writing articles with us, proof-reading or perhaps write the editorial. So if you
are interested let us know. You will need to have access to the web, hopefully
contribute some skills and ideas and have parental consent to participate if you
are under 18. A good command of English is desirable.
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ROBERT LOWE
Robert
Lowe
(1811-1892)
was a Liberal
MP and was, at
different times
in Gladstone’s
government,
Joint Secretary
of the Board
of Control, Vice President of the
Board of Trade, Paymaster General,
Privy Councillor, Vice President
of the Committee of Council on
Education, President of the Board of
Health, Chancellor of the Exchequer,
and Home Secretary. This was a
remarkable achievement for a man
who had albinism.
Lowe’s father was a vicar and the
boy’s early life at the Nottinghamshire
rectory was uneventful, comfortable
and pleasant. He had five siblings and
one of his sisters also had albinism.
The pair had white hair and deficient
eyesight (in later years political
cartoons depicted Lowe with peering
eyes, bushy eyebrows and a shock of
white hair). Although he could only
partially read with one eye he was
very intelligent, had an enquiring
mind, was a high achiever and had
an excellent memory. His eyesight
was so poor that he was six years old
before he learned the letters of the
alphabet.
In 1825 he was sent to Winchester
College where he endured four years
of misery, for conditions there were

harsh and uncomfortable. He read
Classics at Oxford University and
learned Greek, Sanskrit, Hebrew,
German, and Icelandic. After that he
studied law.
Lowe enjoyed walking long distances,
swimming and rowing. He was an
enthusiastic cyclist and in later years,
when he lived in East Surrey, he was
often seen riding up and down the
hills – despite his poor vision. Lowe’s
wife was also an excellent walker.
During their two months honeymoon
in Europe, the couple walked a total
of 700 miles!
In 1842 Lowe decided to go to
Australia to practise law. The decision
was influenced by the doctors who
advised he only had seven years of
sight remaining, and that the climate
and light of Australasia would be
beneficial. The Lowes sailed to
New South Wales and settled in
Sydney. They lived there for eight
years. Lowe, a barrister, became a
MP – and also became wealthy by
investing in property. His sight never
deteriorated. He returned to England
in 1850 and entered politics.
Considering his severe disability it is
remarkable that he had such a brilliant
career. He is mainly remembered
today for his opposition to the
Reform Bills.
By Ruth Sear
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Ironwoman Jane
I am taking a 6-month break from
my job as a cognitive neuroscience
researcher at Cardiff University to
train for an ultra-endurance triathlon,
an Ironman, and would like to share
with you my experience of how to
train for such an event while having
albinism. For all those not insane
enough to know the sport, this is
what I will be doing on race day, 1st
July:

All that, and before the cut-off
time of 17 hours! I have 2 training
sessions a day, 6 days a week, 20
hours per week. I won’t elaborate on
the ups and downs of training here;
you can head to my blog for that
http://www.donatetobreastcancer.
org/janeklemen. Instead, let me tell
you about training and racing with
albinism.

Union classifies visual impairment
via 2 criteria: less than 10% visual
acuity and/or a reduced visual field:
clearly, I will have to do the Ironman
unassisted.
Training
for
the swim is not
an issue; that
is happening
exclusively
in the pool
unless I can
find someone crazy enough to brave
the Welsh sea later in the season. The
race will be an open-water swim in a
lake. The route will be marked by big,
or should I say gigantic buoys. I have
competed in two events that used
these size buoys, so I know I will be
fine. I do have to prepare more than
my competitors, however, as even
the gigantic buoys are not obvious to
spot for me. However, knowing what
the route layout is, knowing what to
expect narrows down what I need to
look out for and so I can cope. This
is probably something most of you
will know from everyday life: you can
cope fine in locations you know, but
new surroundings can be tough.

How am I going to train for and
race an Ironman with a visual
impairment and be exposed to the
sun all day without getting frizzled?
My eye sight is comparatively good:
around 40 -50%…under good light
conditions, that is: we all know what
happens when the sun comes out!
However, the International Triathlon

The bike is a different issue. When
lighting conditions are favourable,
all is fine, when the sun is in my eyes
I follow someone else. If others can
cycle a certain path, so can I – it is
all about trust. I’m not a huge fan
of trust-based cycling, so I’m doing
the majority of my training on a
turbo trainer – a device that holds

1) Swim 3.8km…that is 152 laps of
your local pool!
2) Cycle 180km with 1600m climb…
that is the distance from Reading to
3) Cardiff with some serious hills.
Run 42.2km…yes, that is a full
marathon!
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Ironwoman Jane
my bike and so
turns it into a
stationary bike.
Luckily, we have
a cycle track in
Cardiff, so my
plan is to head
there soon with
some friends to
practice cycling
skills, such as
accepting drinks
bottles
while
on the bike…
and to find out where my limits lie,
perhaps I will just have to stop at the
aid stations to collect my bottles. As
for the race: preparation is key. The
roads will be closed to traffic, so that
will make things a lot better. The
plan is to get to the race venue 7-10
days ahead of the race and learn the
route by heart. I will have my mom
there with me and she will drive me
around the course until I get sick of
it. Then I will cycle any section I think
might be difficult, so I know how to
approach it. And on race day I will
know I am prepared, but I also know
to respect my limits and slow it down
if necessary…not that I really think
I will be doing 180km particularly
fast! Two pieces of kit that I never
leave at home when cycling are my
cycling cap and my extra dark sun
glasses. The cap acts like the visor in
a car to block out the sun and really
does help a lot. This is a standard
piece of cycling kit, so nobody even
notices anything out of the ordinary.

Cycling sunglasses usually come with
3 different shades of interchangeable
fully wrap-around lenses of which the
darkest, grade 3, is good for cloudy
conditions if you have albinism. As
soon as it brightens up a little I need
to switch to grade 4 lenses (many
companies sell these separately). But
even grade 4 is not very useful when it
gets properly sunny. For this purpose
I have had special lenses made with
only 10% light transmittance. Do
not ask about the cost, but, hey, if
you love your sport…
As for the run, well, I quite simply
do not run fast enough to ever have
any significant trouble. On occasion,
during training or races, the sun is in
my eyes so badly, I cannot see where
I am going. During training this does
not tend to be a problem, as I usually
know the route well enough not to
have to be able to see much. During
races this can be annoying if I am on
a roll and have to slow down, but
at least it’s never really dangerous.
Turning the head slightly to get
impressions from various viewing
angles tends to help, as does the
trusty shading hand.
Another thing that will be tough
during the race is sun protection for
my skin. As the race is in the South
of Austria in the middle of summer,
temperatures will definitely be in
their mid 20s and quite possibly go
up to about 35ºC. Hence the plan is
to spend a little more time than the
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Ironwoman Jane
other athletes in the transition area
between the swim and bike and then
between the bike and run to lather on
the sun block. In addition, I will wear
head to toe sun-protective clothing
including long sleeves, gloves and a
cap. The cap will give my face some
extra protection, but this is the area I
am most concerned about getting a
sun burn. For the first time in my life

I find myself praying for clouds.
So, there is the plan. If you would
like to find out more, head here
http://www.donatetobreastcancer.
org/janeklemen, where you can
also make a donation to my chosen
charity, Cancer Research UK.
Ironwoman Jane

SunSibility – Specialists in UV Protective Clothing
SunSibility was established in 2001
by product developer and Managing
Director Angeli Jackson. The initial
concept was to design a practical &
fashionable collection to help those with
sun sensitive conditions. The collection
has evolved along with the awareness of
the dangers of over exposure to the sun.
Stay Safe in the Sun is our motto and
we use this in a preventative way as well as a functional
way. Using a specialist SPF50, light and breathable UV
protective fabric, all garments are designed to give
maximum protection against the sun and are individually
made to order. The 2012 teen range is a mix of classic T’s,
polos & hoody’s with summer dresses and tracksuits for any
occasion, all available in different lengths & colours. For the
fashion conscious teenager, when allin-one swimsuits just won’t do, we have
developed designs for this age group offering some great
looks that can be worn all year round. The whole children’s
wear collection is available for 0-16 year olds.
To view the FULL 2012 collection for all the family visit :
www.sunsibility.co.uk or call +44 208 224 2299 for a FREE
brochure. Quote ALBINISM to get 10% discount.
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Thank You to...

Charlotte, Phil, Michelle (pictured) and Matt ran the Middlesbrough 10K! We
asked for a few words about how their run went.
Hi there. The run went well. I have included a few photos - all four of us ran
for Albinism fellowship, although Matt was a late entrant, hence no T-shirt.
Phil (my husband) did it in 45:00 minutes, Matt did it in 46:50, I achieved
58:00 (which was under my hour target) and Michelle just over an hour. As
you can see, we were pretty tired at the finish but loved it - well once we’d
finished anyway. We raised a lot (over £700! - eds) thanks to work colleagues
and family and friends and were amazed at the response.
We may plan another race next year, not sure if I’m up to a half marathon, but
I’ll keep the training up over winter (hopefully).
Charlotte Howard

A Treasure Hunt Brings in a Hoard!
Jackie and Ken Cole organised a Treasure Hunt in their village of Benton. They
presented rhyming couplets as clues for 32 participants to solve around the
village. At their journey’s end, Ken and Jackie had organised an afternoon tea
that included posh sandwiches, tea and cakes. When adding the contents of
their penny jar they were able to donate £200. We thank them very much.

Another challenger to come...
Have a look at the website to see what Dr Carolyn Richardson is getting up to
on 16thJune http://www.greatswim.org/Events/British-Gas-Great-East-Swim/
Default.aspx
I have chosen to give my sponsorship money to the Albinism Fellowship as
they were a great source of information after Tristan’s diagnosis and continue
to be supportive. I’ve set up a sponsorship page via http://www.justgiving.
com/CarolynRichardson
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Cardiff Capers
After receiving an invitation from
Kate Thole to join an informal gettogether for adults with albinism in
Cardiff on 18th February, a group
from the London area (including your
scribe) decided to make a weekend
of it.
As we passed Bristol and headed
towards the Severn tunnel, the
weather became traditionally Welsh,
and we reached Cardiff in the midst
of a rainstorm. After meeting up
with Kate and her partner Paul at the
station, we beat a hasty retreat to a
nearby pub to wait out the weather.
Fortunately, we were in luck, and it
soon brightened up, so after checking
into our hotel we were able to spend
some time exploring the shops.
Cardiff is also well-known as
the home of
Doctor Who &
Torchwood, and
Kate pointed
out many of
the filming
locations. We
even came faceto-face with
a Dalek (but
fortunately it
agreed to pose for pictures instead
of exterminating us).
As darkness fell, we headed to the
local Wetherspoons for an evening
of drink, food and friendly banter.
Proving that time travel is in fact
possible, after being told that there
was a two hour wait for food, it
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appeared within ten minutes of
ordering!
On the Sunday, we decided to head
down to Cardiff Bay and arrived just
in time to jump aboard one of the
sightseeing boats that operates tours
around the bay. Onboard we were
treated to a commentary highlighting
points of interest around the bay area
and explaining that the water is kept
oxygenated by a giant squid named
Eric, who is fed a diet of baked beans
(we’re not quite sure about the
factual accuracy of that one!).
After reaching dry land, we met up
with Jane Klemen, who gave us a tour
around the Senedd (Welsh Assembly
building) before we stopped off at
the Millennium Centre for a coffee, a
snack and a chat.
Then, sadly it was time to jump on
the train back east and head home.
By Daniel Hill

Three Good Friends and True

I would like to tell you about my son, James, and his two friends David and
Katherine, who all go to the same school, are in the same year, and are members
of the same social group, Social Eyes. Social Eyes is a charity set up to support
all children with a visual impairment and their families. This charity is based in
the Milton Keynes and North Bucks area.
Attached is a photo of them at a Friday youth group session run by Social Eyes,
called VIBE. As you can see, all three have Albinism. Although this makes it
harder for them in everyday situations, they don’t let it stop them. They call
themselves the ‘Albino Trio’. They are the best of friends and spend a lot of
time together.
They are all in Year 8 at St Paul’s Catholic School in Milton Keynes. They are
supported there by a VI unit staffed by teachers and teaching assistants, who
are there exclusively to enable them to access everything the other pupils do
and support their learning in lessons.
James, David and Katherine have done extremely well so far and are improving
dramatically at school; they have all benefited from knowing each other. All
three were previously at schools where they were the only children with VI,
whereas now they have each other, as well as 9 or 10 other VI children at the
school, in different year groups.
I, David and Katherine’s parents wanted the members of the Albinism fellowship
to know about the way James and his friends have been so lucky in coming
together this way, and to ask whether anyone else has a schooling system like
we have in Milton Keynes?
By James’ Mum
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We Need YOUR Help…
The Albinism Fellowship is a tiny charity with little more than five hundred
members. Our vision is that all people with albinism have the opportunity to
realise their full potential. We rely on the support of fundraisers like you to be
able to afford to achieve our mission of arranging opportunities for people to
meet, for example at our forthcoming conference in 2013. To provide positive
information about albinism and raise awareness of the condition.
In order to host a family conference in autumn 2013, we need to raise at least
£15,000.
We NEED YOUR HELP! Every penny counts, so here are a few hints and tips to
get those creative fundraising juices flowing and hopefully the pounds rolling
in!

Keep it Safe and Legal
Whatever you’re planning you need to make sure it’s safe especially for children
and young people, and legal. Here are a few legal pointers that may help:
a If you’re collecting money or selling goods in a public place then you 		
need to obtain permission and a licence from the local authority
a When you plan an event on private property make sure you have the 		
permission of the owner or manager
a Please do not collect money door-to-door as this is illegal without a 		
licence
a Always promote the Albinism Fellowship charity number (SC009443) 		
and logo on all promotional materials

Plan your event
No matter how big or small your event, promote it as much as possible. That
may mean telling all your friends and family about it, or for larger events, your
local shops, newspapers or even radio stations may be able to help.
If you’d like some Albinism Fellowship information leaflets, please contact us
through the website.
You can also print off ready made sponsorship forms on ‘Support the AF’ page
of the website.
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We Need YOUR Help…
Tell us what you’ve done
We would love to hear how you’ve raised the money and share your ideas, so
please write to us at the AF. Remember to give us details of your event, the
amount you’ve raised and if possible send us photographs and any funny or
unusual stories for the magazine.

Every Penny Counts!
When you’ve completed your event please make sure the money reaches the
Albinism Fellowship safely and quickly.
The easiest way to do this is via the JustGiving link on the website. If you do
send us your money this way and you’re a UK taxpayer, please remember to
GiftAid it then The Fellowship can claim tax back on your donation.
You can, of course, also send us a cheque.

Albinism Awareness Week this year:
9th – 15th July 2012
How much can YOU raise in a week?
Here are 25 ideas to start you thinking and planning…..

1)
2)
3)
4)
5)

Ebay auction or garage / table / jumble / boot sale. Clear out your attic,
de-clutter your cellar! Donate all or a percentage of your profits to the AF.
School / nursery summer fairs. Ask for the AF to be your school, nursery
or office’s nominated charity this year.
Organise a non-uniform day. Pay £1 to dress however you like! Fancy 		
dress, pyjamas….get sponsored for the embarrassment!
Have a ‘Name the Teddy’ or ‘Guess the number of sweets in the jar’ 		
competition. Have a bit of fun, raise some money and potentially win
the prize!
Throw a themed party – charge a small fee to your friends and family
to enjoy a Hawaiian Luau or Alaskan Adventure in the comfort of your
own home!
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We Need YOUR Help…
6)
7)
8)
9)
10)
11)
12)
13)
14)
15)
16)
17)
18)
19)
20)
21)
22)
23)
24)
25)
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Zany races – you name it, you can race it – plastic ducks, wind up toys,
zebras! Remember to charge a race entrance fee!
Do you play in a band? How about a charity gig?
Raffle – large or small – every penny counts!
Do you have a huge soft toy? Take it to the office – your colleagues 		
need to raise or pay a certain amount before you’ll take it home again!
Organise a treasure hunt. People pay to enter.
Get your class, office or family to collect a particular coin for a week. 		
Have a jar for everyone’s five pence pieces or £2 coins.
Be sponsored to be sporty! Whether it’s the London Marathon or a one
mile walk – you can print off a readymade sponsorship form from the
website
Ask your employer to match any money you’ve raised and double the
cash
Does your company have a ‘Give as You Earn’ scheme? Donate a little
to the AF each month and encourage your colleagues to do the same
Hold a film night for your friends. Charge entry and sell drinks and 		
popcorn to boost your fundraising
Be sponsored to shave your head, grow a moustache or wax your legs –
gentlemen only?
Office Olympics – be creative ahead of London 2012
Are you a chatterbox? Organise a sponsored silence! Print a sponsorship
form off the website, quietly! Minutes count too!
Cake sale – bake some tasty treats to sell to your friends and family
Hold a coffee morning at your school or office
Hold an auction – be creative. How much can you raise to walk a dog
or wash someone’s car?
Quiz nights – easy to organise and always a winner!
Organise a car wash for the AF
Host a summer garden party or evening soiree – perfect for Albinism 		
Awareness week in June
Are you involved in organising any events this year? For example, open
gardens. Make the AF your nominated charity!

Bringing the world to Harriet
Rosie Bradbury tells of her gargantuan
fund-raising efforts. This is the
shorter version. A full copy of the
day is available on our website. I was
exhausted just thinking about the
energy and organisation that went
into this day! Rosie writes.

Harriet, was born with albinism in
2009. When a visual impairment
teacher
introduced us to new
technology on a visit, we were
shown a CCTV and Farview - two
pieces of very expensive equipment
which magnify pictures and items
in the distance to a larger image for
Harriet to see. Literally, if you place
a fly on the CCTV you can zoom in
to see the individual hairs on its legs,
it is quite phenomenal.Both pieces
of equipment were over £2500 and
we saw what might be of benefit to
Harriet and her exploration of the
world.

Unfortunately, the county council
would not be able to fund the pieces
of equipment until Harriet was in
an educational setting. This was a
huge disappointment, as we believe
0-5 years to be an instrumental
time in a child’s development and
learning of the world. Nor did we
feel having all the equipment once in
an educational setting was the best
place to explore and learn to use the
equipment to Harriet’s best potential,
as she would have to be learning not
only the school settings curriculum
but also how to use her electronic
magnifiers at the same time – to us it
seemed too late and all too much at
once. When discussing with a friend
and family members, we thought we
would raise the funds to purchase
the equipment for Harriet ourselves,
with any further money going to two
great charities, Albinism Fellowship
and the National Blind Children’s
Society.
So how to raise the funds? A friend
mentioned there was no summer
fetes in the village so why not do
that? Any money we raised could go
to Harriet’s equipment. We hosted
a community event that everyone
could enjoy, but as an end result
raised funds to buy the equipment
for Harriet and raise the profile of
Albinism and visual impairment
in children. Therefore, on 15th
September, we held the Barningham
10K run and Family Fun Day.
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Bringing the world to Harriet
The start of the day began with the
10K (6miles) run. Over eighty people
joined in and I was rather emotional
as I thanked everyone for coming
and running. Everyone cheered and
clapped as the runners, joggers and
walkers set off, some with their dogs.
One lovely lady dressed as a pirate
and one wonderful mum walked
with her 8 year old son by her side –
very special.
I wrote to everyone I could to gather
sponsorship and help – companies
provided start and finish banners, 150
goody bags which had bananas or
fruit, packets of crisps Copella apple
juice, a beach ball and sunscreen.
Then there was a ton of sand for sand
art and sand castles. Others ran stalls
that included: Horse Racing, Beat
the Keeper, Guess the Weight of the
Cake, Name the Teddy, Hook a Duck,
Bouncy Castle, Toy and Clothes tent,
BBQ, Face painting, an immense
raffle, craft tent , 100 square chart,
Turkey poo lottery, bouncy castle,
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and face painting. Many companies
donated to this day. The family fun
day started at 10am. Harriet and the
other children are guessing what was
inside the lucky bags – here they are
peeping in.

In addition to the 80 runners, we also
held a Children’s Challenge which
my exercise class friends organised
and ran. The 42 children warmed up
together and then jumped, balanced,
hopped and crawled under nets to
receive their own goody bag at the
end – big smiles all round.
So, we had a many faces and lots of
smiles, chats and laughter and raised
£3600 on the day and it all resulted in

Bringing the world to Harriet
Harriet being able to buy two types/
sizes of magnifiers so far and not as
expensive as the Farview – A Optalec
compact+ and a Bierly ‘Maggie’
credit card sized plus an ipad. All
these use the latest technology
which Hattie will rely on throughout
her life. Erin and Harriet read Ebooks
together on the iPad, large enough
so Harriet can see the pictures and
when she touches the screen it tells
her what she has touched – two taps
and she chooses the image. The
magnifiers have proved useful with
the Peppa Pig magazines which her
Taid (grandfather) buys her for a
treat and in just seeing some of the
smaller images in story books which
otherwise Harriet would not see. An
example of this is in the ‘Room on
the Broom‘ book by Julia Donaldson
she now see the bow on her hair and
the smiles on the frog’s face when
sitting under the shower!

We were able to give £500 each to
the Albinism Fellowship and the
National Blind Children’s Society to
help others with Harriet’s condition.
We are also lucky to be living in
a kind and generous society and
community and it is this we hope will
give Harriet a real appreciation and
love of life.
Rosie Bradbury

The White Noise Show
Sara and Kristina’s ‘White Noise
Show’s are gems. Their podcast
musings are as diverse as they are
funny, as well as being laced with
ideas to discuss with your children
or family. You may like to have a
notepad ready to do the quiz, while
you pause the podcast.
The discussion not recognising
people who say ‘Hi’, it is priceless!
Go to www.thewhitenoiseshow.com
and listen in. You can email the girls
with a comment or a question. They
would be very pleased to hear from
you.
thewhitenoiseshow@gmail.com
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Audio-Described Theatre – worth a visit
A group of our members who regularly meet up in London recently went to
the theatre to see an audio described production of The Wizard of Oz. The
show was audio-described by Irene Richards and according to those who used
the audio-description she did a fantastic job. She also made sure they were all
well taken care of before and after the show. They had fun meeting the stars
including the dog – Toto! Also, aware that she had people with albinism in the
audience, Irene also made sure to warn ahead of any bright lights.
Irene has described in London and on tour for a decade. As an accredited
independent describer, her service allows you to settle with the same voice
throughout the show. Many shows offer introductory CDs and touch tours
before the performance.
We thought it would be good to share her list of upcoming shows and her
e-mail address for other members who would be interested in going to a show
and signing up to her mailing list.
To join a mailing list to be updated with shows the moment they become
available please email irene@theatredescription.com for dates and booking
details, stating the theatre nearest to you.

Leap Year Photo
The Lord Mayor of Dublin, Andrew Montague had a party at the Mansion
House, Dublin for a group of children whose birthday falls on a leap year.
The Lord Mayor’s birthday also falls on the 29th February! However Lana (8)
& Robyn (4) received most
of the attention as it’s very
unusual for sisters to have
a leap year birthday! The
sisters were born exactly
4 years apart both on
February 29th.
These lovely girls are regular
visitors with their parents to
the BBQ at St.John’s GAA
clubhouse in Ballinteer,
Dublin.
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Ireland Family Albinism Day 2012
Date: Saturday, 9th June 2012
Time: 12pm - 3pm
Venue: St. John’s GAA Clubhouse/Cumann Naomh Eoin, Grange Rd. Ballinteer,
Dublin 16
Guest Speaker: Prof. Michael O’Keeffe, Ophthalmologist & eye surgeon.
Time:			

12.00pm - 3:00pm

The mobile resource unit from St. Joseph’s School for the blind & visually impaired
will in the car park giving an opportunity to view the latest in technology. Staff
from St. Joseph’s will be present to answer any queries that people may have
regarding technology and low vision aids.

Getting there:
Map of area will be on website: www.albinism.org.uk
Cost:
€7 per individual or €15 per family.
Burger, baked potato & salad provided as usual.
Food:
Please bring a desert to share if possible.
Please let me know by 6th May if you intend to come.
There will be some sports equipment on the day for the younger children.
Marley Park is adjacent the clubhouse and we can visit the park - weather
permitting.
Parents are responsible for supervising their children at all times.
Email: treasaocallaghan1@eircom.net		

Mob: 0863789294

Transi+ions Weekend

VICTA Children, in association with JISC TechDis will be hosting a special
Transi+ions Weekend for young people with a visual impairment in higher and
further education.
Albinism
Date: 28th – 31st August 2012
Venue: The Caldecotte Project, Milton Keynes
Cost: £40
For more info see www.victa.org.uk
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Dates for your Diary
Watch out for these events,
full details on the website www.albinism.
org.uk

London Summer Meeting and
BBQ

Saturday 16th June 2012 11am - 4pm
Oaktree School, Chase Side, Southgate, N14
4HN

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

Bring something to barbecue and a salad or
pudding to share.
Nearest tube: Cockfosters. Parking on-site.
It is the usual format of informal meeting; bring your own food for the BBQ and a
few bits to share with others. There is space for the children to play outside. Most
important it a time to catch up with old friends make new ones and share life stuff!
Adults may do this too!

Connect Albinism Event 2012

Saturday 26th May, Belfast
Details are on our website, or please contact us if you need more details.

Contact Persons Required

We are currently looking to recruit some more contact persons; we are specifically
looking for people in the Wales, Scotland, South West, North England areas and
the Cork/Kerry Area of Ireland. This role is a voluntary role and is subject to CRB
checking.

Subscriptions

Fellowship annual subscriptions will be collected very soon. We have moved the
membership management to Groupspaces and will shortly send an email asking
for you to pay this year’s membership subscription via the Groupspaces portal. We
know a few of our members don’t have Internet access and so we will ask you for
your subscriptions via the post. If you think you are paid up to date and we have
asked for unpaid subscriptions please let us know by return email or post.
Subscriptions for 2012 are as follows:
Individual Membership (£15)
Couple (£18)				
Family Membership (£20)		

Professional (£15)
Fellowship Supporter (£12)
Corporate (£50)

