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Editorial
I watched Comic Relief on the
evening of Red-Nose Day. I was
moved by the appeals and
entertained by the comedy. The
sketch that started with George
Michael showed that many high
profile celebrities could laugh at
themselves. Good for them. Many
of you will have watched this
sketch when they were discussing
who to send to Africa to make the
Appeals Film. It was funny, but my
jaw dropped on the floor with the
‘Albino Kid’ comment. It was a
reference to the character Malfoy
in the Harry Potter films. Whilst
this character has white hair, most
of us, and probably JK Rowling,
would agree that his character is
not an ‘albino’. (Nor for that
matter is Albus Dumbledore
despite what his name may initially
suggest.) It isn’t just the ignorance
of albinism, but also the fact that
people with albinism still appears
to be a fair target because of their
appearance that irritates. I can
think of no other group of people
where it is socially acceptable to be
treated in this way. The irony, of
course, is that Comic Relief has
helped many to overcome the
ignorance and prejudice, yet here
in the UK, it is peddled for laughs.
Representations have been made,
and we seek to educate.
Meanwhile I am left with the
irksome feeling that many millions
of people will now have a more
imperfect understanding of
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albinism because of one laugh-line
on prime-time TV.
There are changes planned for
Disability Living Allowance and
proposed changes related to the
spending reviews by government.
Information about this may be
found on our website.
Other articles in this magazine
promote our more positive spin,
but you may notice that we are
thinner on photographs than usual.
More pictures of what you have
been getting up to are greatly
valued. We would also be pleased
to hear if you have stories like
Rosie’s ‘Fight or Flight’. We are also
asking for you to share your top
school tips. If you are a teenager
using a laptop in school, possibly
with a camera attached, what tips
would you pass on to students a
few years younger than you? This
cascading of ideas to others can be
extremely valuable. We really
would like to hear your top tips.
Photographs, stories or just a
laughter line, please send them to
magazine@albinism.org.uk. Most of
what we get sent we use. Go on
give it a try!
And finally look out for our
camera-loving bear who is visiting
the London BBQ and wants to
travel and meet as many people as
possible.
Ed – Martin

Photographs from the Christmas Party
As you can see we had
great fun. The children
and the adults enjoyed
the entertainer

WANTED
name and exciting times for
our bear. Make friends with
him at the London BBQ. He
wants to travel and meet lots
of interesting people and get
his photo in the magazine so
watch out for him!

More photos from our various
events at www.albinism.org.uk
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Fight or Flight: Airport assistance
for disabled passengers
By Rosie Dempsey, our Northern
Ireland contact person and
trustee.
Anyone who knows me will no
doubt be unsurprised that I am
writing about this topic. As a
partially sighted frequent flyer I
have used airport special assistance
on many occasions. A recent
report by Which? Travel found that
9% of their 1,499 members
surveyed were dissatisfied with the
service they received at airports.
Some reported “feeling
humiliated” while others claimed
they were “abandoned like a piece
of luggage”.
Two blind mystery shoppers for
the Which? report were offered
wheelchairs, an all too frequent
experience for me at airports these
days. I will never forget the shock
of the first time this happened. I
was speechless and almost forgot
to say goodbye to my friend who
left me at the airport. In the end
the lady had to bring the
wheelchair with her, folded up, as
I refused to get into it. I promised
myself I would never be forced to
use a wheelchair from that day
onwards. I managed to keep this
promise until one day last year at
Heathrow airport when I was told
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that “wheelchair assistance was
the only type available”, I either
had to take it or risk missing my
flight. Incidentally the airport
wheelchair was like a wonky
shopping trolley with a definite
preference for left turns. The lady
at security searched me in the
wheelchair and asked me if I was
in any pain. I refrained from
answering “only deep in my soul!”
Now many of you may laugh and
ponder the lack of logic in this
experience but I have come to the
realisation that there is a reason
for what is happening here,
stemming from lack of awareness
and training among airport
assistance staff. The “luggage”
comparison is a good one. On a
couple of occasions since the
dreaded wheelchair day, I told
assistance staff that I would not
need a wheelchair. One replied “It
would be easier if you got into it”
(I don’t think he meant for me),
while the other said “Are you sure?
We are in a hurry. Can you run?”
She also congratulated me for
being able to use steps. If I had
known that was the benchmark
against which I would be
measured in life I wouldn’t have
bothered getting a degree, a
masters and working for a charity!

Of course, I have experienced some
good assistance at airports, mainly
the smaller ones. Common sense
seems to be a key ingredient to
success as well as awareness. I am
glad Which? Travel highlighted this
issue and I hope it serves to
improve the experience of disabled
passengers. After all, travel is a key
part of life and we should all be
able to access it without extra
stress or worry. Contrary to what
you may be told at airports you do
have the right to appropriate
assistance. I will leave you with
these links. Safe travelling!

Which? Travel Article
http://www.which.co.uk/news/
2011/03/special-assistance-at-ukairports-is-erratic-249244/

Charlotte goes skiing
In February, Charlotte was invited
by a local charity Salveson Ski
Group to go to ski in Colorado.
She had a fantastic time, not just
learning to ski but also teaching
others how she is affected by her
albinism. The volunteer helpers
projected a ‘can-do’ attitude to all
the skiers regardless of their
disabilities and Charlotte came
back with a very positive attitude
and won’t let anything hold her
back.
Details of the saleveson ski
group are available from:
http://www.salvesonskigroup.org
Pictured below is Charlotte

Equality & Human Rights
Commission
http://www.equalityhumanrights.com/
wales/news-in-wales/new-rightsmeans-a-better-journey-fordisabled-travellers/
If you have experienced anything
like this, we would be pleased to
hear from you.
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Encouraging Words
I am a person with
Albinism (OCA1A),
now 65. It didn’t start
well! My mum gave
birth to me in the
middle if the night at
her parents’ home in
Lancashire. The family
doctor said “It’s a girl
– but there is
something wrong
here. I’ll look it up in
my books, and come
and tell you more in
the morning”. I really
hope that this is NOT
the way the news is broken these
days!
My parents were BRILLIANT! They
always encouraged me to do
anything I thought I could, and I
never felt ‘disabled’ or ‘different’.
They were supportive (and rather
proud, I think) but they just let me
find out how to deal with life and its
little problems without restricting
me by going ahead of me and
laying a trail of anxiety. I am DEEPLY
grateful for that.
I can’t claim any amazing
achievements, and I have found
some things difficult. For instance: I
once NEARLY kissed a very senior
colleague, and said “Hello Darling!”
to him, when he appeared
unexpectedly just where I was
expecting to see my husband. And I
often cut my friends dead at quite
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close quarters! – BUT, so far, I have
had a LOT of fun and a very happy
and fulfilled life. I’ve been married
for nearly 40 years, and we have
three grown-up children and five
grandchildren, and I’ve just retired
from a job I very much enjoyed (as
an Administrator at Oxford
University).
I send very, very good wishes to all
parents of young children with
albinism, and I hope that they can
provide for their children just such
an atmosphere, of loving support
without too much cotton wool, as
I was lucky enough to enjoy.
I attach a photo of me and my
husband with one of our
granddaughters – you will realise
that the white hair doesn’t even get
a second look these days, now that
I’m a ‘Senior Citizen’!!
Caroline Harding

‘Our eyes met across the ballroom floor,
it was love at first sight!’
I was at an engagement party
recently. The above comment was
not made by a person with albinism,
but stimulated a conversation about
how people meet, develop
friendships and perhaps marry. For
those of us who can see clearly from
one end of the room to another,
there is awareness when a pretty
woman or handsome man enters the
room. It is after all, human nature.
One friend might say to another,
‘check out 2 o’clock’ meaning to
look over in a particular direction.
Whatever one might think, this
happens in one form or another from
the local downtrodden nightclub up
to the more exclusive establishments.
Of course, looks can be deceptive,
and the old adage of not judging a
book by the cover is true for
relationships as much as anything
else. But given that it is how many
people initiate introductions for
future relationships, I wondered
whether people who are visually
impaired miss out on opportunities
to meet their perfect match and
what strategies may be employed to
level the playing field, so to speak.
Parents of children with albinism
often give a running commentary to
their son or daughter about hazards
in the environment; or whispering in
the ear about who is shouting
‘Hello!’ from across the street.
Obviously, as a parent they would
not wish to give such comment
about the company in the room and

I dare say it would not be welcome.
This needs to come from a close
friend whose judgement maybe
trusted and whose taste is
impeccable. This is all the more
ironic because people with albinism
get more stares and looks than most
when they enter a room and are
frequently the subject of such
conversation. It is certainly true that
people who are visually impaired are
not able to pick up on that wink or a
smile that may indicate more than a
casual interest in their acquaintance.
My initial assumption had been that
those of you who are unable to see
across the room are at a
disadvantage. Whilst many go on
looks, it may be a poor indicator of
character. There is perhaps
something to be said for Cilla Black’s
Blind Date, where participants were
obliged to choose a date without
seeing them. It may be that not
having that distraction of what they
look like (good or bad!) may mean
that on average, people with
albinism choose their partners on
more valuable, meaningful and long
lasting characteristics. Perhaps it is
an advantage not to fall in love from
a distance!
I wonder if there are other strategies
that people with a visual impairment
may use to get to meet the right
people? As always we would be
interested to hear your thoughts on
this and related matters.
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Genetic Alliance UK: Supporting,
Campaigning, Uniting
Albinism Fellowship is a member of our
umbrella organisation called Genetic
Alliance UK. Here they tell us about
themselves.
Genetic Alliance was founded over 20
years ago and has grown to become
the national charity of over 140 patient
organisations, supporting all those
affected by genetic conditions. Our
aim is to improve the lives of all people
affected by genetic conditions by
ensuring that high quality services and
information are available to all who
need them. We strive to achieve this
through our mission which has three
aspects.
Supporting: We seek to raise
awareness of genetic diseases and
improve the quality of services and
information available to patients and
families.
Campaigning: We actively campaign
on issues of policy and practice to
influence governments, policy makers,
industry and care providers such as the
National Health Service.
Uniting: We provide a united voice for
all those affected by genetic
conditions, enabling us to work
together towards a common goal of
making life better for patients and
families at risk.
In practice, this means that we work to
get patients’ views heard by decision
and policy makers both at an
international and national level.
Over the past few months we have
been extremely busy in inputting to
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government consultations regarding
the proposed changes to the NHS in
England. You may have heard about
this on the news. It is widely being
called the largest shake up of the NHS
since it began and we are very keen to
ensure that patients affected by
genetic conditions receive a fair deal in
the newly organised service.
Since June last year, there have been
over seven consultation documents
from the Department of Health about
this reorganisation. Each document
focuses on a specific aspect of change,
such as the pricing of medicine or
patient choice and information. Very
few patient organisations of any size
have managed to input across the
board to the deluge of consultation
documents and now legislation. In
contrast, we have responded to each
consultation to ensure that the views
of patients with genetic conditions are
represented in the briefings at every
stage. In addition, our work on the
Health & Social Care Bill continues as
the Bill progresses through Parliament
and so far we have submitted briefings
at every stage.
In 2009, through the work of Genetic
Alliance UK in Europe, the UK
government signed up to planning and
implementing a strategy for rare
diseases by 2013.

Recently, we have been working to
ensure the UK government sticks to this
commitment. We established an initiative
called Rare Disease UK which is a multistakeholder organisation comprising
patient organisations, Pharmaceutical
companies and health professionals. On
28th February 2011, Rare Disease UK
presented recommendations for a rare
disease strategy to MPs at Westminster.
During February and March, Rare
Disease UK also presented the strategy to
the Scottish Parliament, Northern Irish
Parliament and Welsh Assembly to
ensure that a rare disease strategy was
available to all parts of the NHS across
the UK.
We invited patients affected by rare
conditions to each of these events so
that they could meet their respective
Parliamentary representatives to
highlight their personal experiences.
The feedback we received has been
overwhelmingly positive and we are
looking forward to the public
consultation on the rare disease
strategy opening later this year in late
summer/ early autumn.
This side of our work is particularly
important to the Albinism Fellowship
as it allows them to concentrate on
providing the best care and support to
all of you with Albinism while being
safe in the knowledge that their views
are being represented in Parliaments
around the UK.

The dedication and level of care
offered all over the UK by our member
groups like the Albinism Fellowship
never ceases to impress us and to
impress upon us the importance of
representing patients’ views at national
and international level.
We also work on projects that are of
benefit to all our member groups. A
great example of this is our current
project, Route Maps for rare conditions.
This project is looking to produce a
template for all patient organisations to
use so that they can establish ‘patient
pathways’ for the condition that they
specialise in. These will help patients to
understand all of the stages of their
condition and the issues that they are
likely to face at each stage. If you would
like to find out more about this project
please visit www.geneticalliance.org.uk/
routemapsrareconditions.htm or if you
would like to find out about any of our
other projects please visit
www.geneticalliance.org.uk/projects.htm
Our website has lots of information on
genetic conditions and genetic services
available in the UK and information on
aspects of genetic conditions such as
inheritance patterns. We also have
information from previous projects
we’ve done on topics such as
obtaining life and travel insurance. All
of this is produced in a way that makes
the information easily accessible to
patients and clinicians.

If you would like to find out more about Genetic Alliance UK or to get more
information please visit www.geneticalliance.org.uk or contact Julian Walker on
Julian@geneticalliance.org.uk
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Question Time
As you know we always invite members to contribute or ask
questions about what they would like to see in the magazine.
Here are questions from Tara, who has a 16–month old baby
with albinism.
Question: Is the word ‘albino’
acceptable or is ‘albinism’ the only
acceptable way inform people when
someone comments, ‘Oooooh, isn’t
her hair so blonde!’ We find that
when we say Seren has albinism
people are none the wiser, but people
are more familiar with the word
albino?
Eds’ answer: Many members prefer
not to use the word albino since there
is a danger that a person may be
defined by their condition and that is
all that some people will see when
they meet them. Using the phrase,
person or people with albinism
recognises that the albinism is just
one part of who there are. You are
right that that most people are
familiar with the word albino but not
albinism. I think albino is acceptable if
you are trying to explain the
condition to others. Some members
will happily use the word albino to
describe themselves e.g. our friend
Drummond (and proud of it!), There
is a small group of friends who refer
to themselves as ‘binos’ and they
recently had a ‘bino Butlins’ weekend
together! Other members don’t use
the ‘O’ word.
Question: How do you explain the
vision and light issues to a sibling?
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I usually use the analogy of coming
out of a cinema into the bright light of
an afternoon for photophobia. I would
use a player’s shirt numbers on a
football field to explain that close up
the numbers can be read but not
further away, even though the players
can be seen.
Tara also writes: Last week I had an
old lady comment on Seren’s stunning
hair and I explained she has albinism.
The woman got really close (right in
Seren’s face) and said, ‘Oh no love,
she’s fine, her eyes aren’t red!’
Eds’: There is really no easy answer to
this, since you may not have the time
nor the inclination to give an
explanation. Some people can be rude
and ignorant and some are genuinely
interested. Lessons in genetics are
clearly not appropriate at the
supermarket checkout. Having a short
one-liner to reply with works for many
people, but exactly what you say
depends upon the occasion. There are
lots of responses we as a family have
built up over the years. ‘Unusual
genes’, ‘parents gave me dodgy
genes’ or a comment about hair dyes
can usually deal with such comments.
If you have another question, please
ask it! If you have a better answer,
please share it.

A Good Bankers’ Bonus
AF trustee Daniel Hill works for
the Bank of England, and recently
received a £1000 donation on
behalf of the AF as part of the
Bank’s Court Award scheme.

He was presented with the cheque
by Charlie Bean, Deputy Governor of
the Bank, and gave a short speech
about the work of the Fellowship, a
good opportunity to raise
awareness.

This award comes from an annual
pot of £15,000 which is
distributed between Bank
employees who carry out
voluntary work for charities and
other community organisations.
Applications are judged by a
panel and awarded based on the
impact of the employee’s
contribution.

The Bank also operates a ‘Staff
Volunteering Award’ scheme, which
donates £6 to a charity for every
hour that a Bank employee spends
volunteering for them (up to a limit
of £300p.a.). The AF has also
received donations through this
scheme for a number of years,
recognising Daniel’s involvement.

On Friday 21st January, Daniel
attended a lunch for the judges
and award winners in the Bank’s
very luxurious ‘Parlours’ (where
the Bank’s Governor entertains
guests).

Many other companies operate
similar charity donation schemes, it
is always worthwhile investigating
whether your employer operates
something similar, as donations like
these can go a long way in the AF.

Daniel (rear-centre) with Deputy Governor of the Bank, Charlie Bean
(front-centre), the judges and other award winners.
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Our visit to the Acton Transport Museum –
March 13th 2011

By Robin, Sophie and James Curtis
It was a mild March Sunday
morning for the first time in ages
and so we decided to take James to
the Acton Transport Museum open
day, which is not far from where we
live in West London.
After a great couple of hours
exploring old tube trains, London
buses, trams and other
memorabilia, James spotted the
miniature railway which was set up
and ferrying people up and down
the length of the museum grounds.
No trip to a transport museum
would be complete without a ride
on a miniature train, so Sophie
(mum) volunteered to take James
for a ride. As they queued, they
bumped into Daniel Hill, a fellow
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fellowship member who is actually
very involved in the running and
upkeep of the miniature railway
there. Daniel spotted James and
subtly ushered him to the front of
the queue and off they went on
their mini adventure! (That’s what
we call a good connection! Hehe!
Eds’)
Acton miniature railway even has its
own website,
www.actonminiaturerailway.co.uk
and Daniel features regularly on
there in video clips and photos.
Having watched Daniel driving the
train, James is already getting ideas!
The next open days at the museum
are on October 8th and 9th, I’m
sure we’ll be back for another ride!

Is Technology in School the Solution?
How are things for those of you at
school? (Unbelievably lucky, I hear
the older generation say!)
Technology is fast improving and
there are all sorts of gadgets
becoming available for all sorts of
things. The combination of laptop
and cameras have revolutionised
the lives of many, particularly those
studying at GCSE and A level. No
more sitting next to the teacher’s
desk at the front of the class. With a
laptop and camera, students with
albinism can now sit at the back of
the class and access the white
board via the camera or being
linked into the teaching materials
directly with Wi-Fi technology.
I am interested in best practice so
that it may be shared. I have put
some questions in the Member’s
Area of the Forum, enquiring as to
which technology works well in
schools. It may be that there are
some very useful ideas maybe
shared in our community.
I wonder if the development of this
is universal or patchy? Are students
with albinism all getting a laptop to
access the curriculum in class? With
all this technology emerging there
seems to be less difficulty in
producing and adapting materials
for those with a visual impairment.
Many schools have developed very
good practice, but of course, it
sometimes comes down to the
individual teacher to make the
difference by ensuring materials are

accessible. I would be interested to
hear how students in school
organise their work. Is your work on
the laptop, memory stick, or on the
school system? How do the teachers
mark your work? Can you access
your work from home? What would
you do, if anything, to improve
what is available at the moment?
As a Geography teacher and a dad
of a visually impaired student,
teaching Ordnance Survey map
skills remains problematic. The
Traveller is a good piece of
equipment for magnifying maps
and in my experience the most
useful device when attempting an
exercise based on OS maps.
However, envisaging the shape of
the land from contours with lots of
other information superimposed
upon it, is difficult for many people,
more so for those with a visual
impairment. For example,
identifying an escarpment requires
close-up inspection and an
overview. There are some creative
solutions such as throwing it up on
a white board, but this is not
always practical with a large class.
As technology and its reliability
improve I am confident that many
of the issues have either been
solved or are in the process of
being solved. So please get in touch
and tell us how things are for you
and your learning, you might be
able to pass on some good tips
that others can use, and save them
‘re-inventing the wheel’.
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Technology Snippets from CSUN
Robin tells us he was very fortunate
to be able to attend the 26th Annual
CSUN Technology Conference in
March in San Diego, California.
He tells us that within the field of low
vision, there were several interesting
advances. Many conference sessions
commented on how the Apple iPad’s
large display, coupled with its in built
screen magnification and VoiceOver,
are opening up opportunities for
people with low vision. At the same
time there’s a fast growing interest
among App (application) developers,
keen to use the potential of the
tablet for people with visual and
other disabilities, especially within an
educational setting.
Staying with the iOS platform – the
operating system Apple uses to drive
its mobile products – a brand new
app from Ai Squared caught my
attention. It’s called ZoomReader and
is certain to be of huge interest to
many low vision users. For around
£12, this application allows the
iPhone or iPod Touch user to read
the small print on anything from
restaurant menus, to bills, medicine

bottles etc. You can change the
colours to improve contrast, snap a
picture of what you’re looking at to
save for later, or listen as the text you
have captured is read aloud. One
particularly handy feature is the
ability to use the flash on the iPhone
4 to improve the readability of what
you’re magnifying. ZoomReader is
available from the App Store.
Blackberry maker, Research in Motion
(RIM), also launched an excellent
new theme for ten of their current
devices. The Clarity theme allows low
vision users and others with reading
difficulties to simplify the user
interface and display all text and
menus with bold easy to read white
fonts on a black background. This is
available as a free download from the
Blackberry app store.
Want to catch up with the latest
news follow Robin, @robinspinks, on
Twitter.
If you do Twitter Robin he may tell
you more about his recent balloon
flight. Here is a shortened version of
events from this adventurer.

Up, Up and Away
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For Valentine’s Day, I received a truly
great gift, a hot air balloon ride. It
proved to be a fantastic experience.

the weather gods on our side, we
were soon on top of a hill near
Henley in glorious Oxfordshire.

Getting to the balloon launch site was
not that easy for us as non-drivers,
but after a bit of careful planning and

Upon arrival at the launch site, it
became evident that there’s quite a
lot of preparation needed before a

This one begs a caption competition – ideas to info@albinism.org.uk
balloon becomes airborne. Under the
watchful eye of our friendly pilot,
everyone pitched in with the various
jobs including straightening the
balloon, preparing it for inflation and
ensuring that the blowers were held
in place to ensure a smooth inflation.
After around half an hour of
preparation, it was time for us to take
to the beautifully clear sky and
commence our one hour balloon
ride. Once inside the basket which
holds up to sixteen passengers in
small compartments of four, we were
given a short safety briefing, the
burners were fired up and very
smoothly we began to lift above the
ground.
I’m not a big fan of heights myself
but I have to say the whole
experience felt very secure and safe.
The view from the basket was
absolutely stunning. My monocular
and iPhone allowed me to identify
landmarks and capture some of the

visual highlights. Of course as soon as
we got home, I couldn’t wait to view
my pics on a large screen to get a
closer view on the detail of each shot.
After around an hour of flying and
some very helpful commentary by
our pilot, it was time to identify a
suitable landing spot and begin our
descent. Unlike other forms of air
travel, a balloon flight allows you to
easily see your flight path and to
visually take in the scenery around
you as you glide towards the ground.
The landing itself was very gentle and
everyone on board appeared relaxed.
Once the balloon had been deflated,
packed and loaded onto a trailer,
there was just enough time for
everyone to enjoy a glass of
champagne before we all headed off
home. All in all it was a wonderful
experience and one I would certainly
recommend for a special occasion.
Robin Spinks
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Have you got talent? Middlesex & Home
Counties Blind (Football) Team
The Middlesex & Home Counties
Blind team is currently based at
Middlesex University, Hendon (north
London) and represents London & the
Home Counties in the FA National
Blind League. It is led by FA qualified
coaches employed through Middlesex
County FA.

There are regular training dates and
7 fixture dates during the season and
the team plays in the FA National
Blind Football League based at the
Royal National College for the Blind in
Hereford. See below for more details.

England Talent Days 2011:
This coming summer, Middlesex
County FA are running two England
Talent Days for talented young
disabled players at Brunel University
and Middlesex University (Trent
Park) in June 2011 to identify the
next potential England disability
stars of the future.
Boys and girls in School Years 7 –
11 are eligible to attend the events.
Players must be classified in one of a

number of impairment groups
which include Partially Sighted.
To register for one of the England
Talent Days or for more
information, please visit
www.middlesexfa.com or contact
Jon Whittingham, FA Regional
Disability Coordinator – London, via
jon.whittingham@middlesexfa.com
or 020 8515 6904.

The England Under 19 Learning Disability tournament team
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Team Around the Family Roadshow
Event NBCS
Lorna writes: a series of events have
been arranged by the National Blind
Children’s Society to provide
information about the services they
provide and an opportunity to see
and try out some screen
magnification technology and video
magnifiers (CCTV). I attended the
event held in London on April 12th. It
was great to be updated about all
that NBCS does. My little boy is now
two and a half years old and we are
just about to embark on the process
to get a statement for support at
nursery and school. It was really
helpful to hear the talk from the
education advocate and to learn how
NBCS can support families with this.
It was great to have an up to date
look at access technology and my

lasting memory from the day is my
little boy sat with two other children
with an iPAD on his lap playing a
Thomas game. So that was two
worries for the future eliminated
(making friends and accessing
technology).
Albinism Fellowship seeks to signpost
families to organisations that can
provide help and support. NBCS
provide a range of services and also
have further roadshow events and
activities planned all around the UK. I
would recommend a visit to their
website at: www.nbcs.org.uk
PS just a reminder not to be put off
by any organisation that has ‘Blind’ in
its name as they always support all
visually impaired people.

Another two organisations we have links with have dates coming up...

Nystagmus Network Open day
Saturday, October 22, 2011
North-west, London
NN Open day is an opportunity to
learn more about nystagmus, find
out about research, and meet other
people affected by this eye condition.
For more information contact:
John Sanders,
NN development manager

QAC Sight Village 2011:
www.qac.ac.uk or
www.qacsightvillage.org.uk
is happening in these places...
Edinburgh 5th April – Hilton Hotel
Glasgow 6th April – Hampden Park
Stadium
Birmingham 12-14th July –
New Bingley Hall

Tel: 0845 634 2630

Manchester 27th September –
Renaissance Hotel

Email: john.sanders@nystagmusnet.org
or see www.nystagmusnet.org

London 1 & 2nd November –
Kensington Town Hall
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Recruiting... your help needed
One of our members Dr. Jane Klemen
who is a Research Associate in the
School of Psychology, Cardiff University
and has albinism herself is looking for
participants. She wrote to us...
As part of my research I am carrying
out studies on how attention is
directed to different objects and
locations in space, how one decides to
interact with these objects and
whether the different routing of visual
pathways observed in albinism affects
attention and behaviour. All
experiments we conduct within the
School of Psychology will have
received ethical approval by the
School’s board of ethics and potential
participants would receive detailed
information about the studies prior to
deciding to participate.
Previous research has shown that
altered routing of the visual pathway in
individuals with albinism results in the
representation of the visual world in

Jane & research assistant Leah
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the brain that differs from that
observed in control participants. In a
series of simple visual reaction time
and brain imaging experiments I
would like to investigate whether the
altered representations in visual brain
areas have any behavioural
consequences on directing one’s
attention in space and/or on
responding to objects in space.
Participants would be trained in a
simple computer-based visual task and
then be tested on this task while their
eye movements are recorded. All
participants would be paid £10 per
hour for their participation, and
experiments commonly last 1- 4 hours.
All travel expenses would be
reimbursed.
In order to carry out this research,
I will need to recruit adults with any of
the subtypes of albinism. If you would
like to be involved please contact Jane
on Tel: 029 208 70719 or email:
klemenj@cardiff.ac.uk

A Poem
We received this from Ashley J. Hicks, an American
student studying Theatre/Film. She tells us that about
two years ago she had the pleasure of writing and
performing a performance piece about ‘my albinism’.
It’s something that she is really proud of and wished
to share. She tells us that she would I really wish it
was something she could perform live. It struck a
chord with us, and we hope you like it too.
My body, my skin, mine, me.
I am not some freakshow.
I am not an animal on display.
I am a person and I matter.
My body, my skin, mine, me. Human.
You think you’re better than me
because you “look normal”?
What is “normal” anyway?
My body, my skin, mine, me.
Breathes, bleeds, bruises, cries,
smiles, feels, gives out,
keeps fighting, loves.
What gives you the right

to look at me as though my body,
my skin, mine, me is the piece
that doesn’t belong, as if I don’t fit?
I am not a mistake!
God doesn’t make mistakes!
You don’t have to see what I see.
My body, my skin, mine, me,
beautiful, creative, passionate, loving,
smart, funny, WORTH IT.
You don’t have to see it. I see it.
And I love it.
Ashley J. Hicks

Millennium Milestone for HPS
News from the USA : the 1,000th person has been added to the
Hermansky-Pudlak Syndrome Network’s patient registry which started in
1992 and has patients from all over the world. It represents all known
types of HPS, as well as a few for whom an HPS gene has not yet been
found.
Hermansky-Pudlak Syndrome is a rare form of albinism that causes
decreased visual acuity and a bleeding disorder that can vary from mild
to severe.
The Network also works to support HPS research.
To learn more, visit: www.hpsnetwork.org
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Dates for your Diary
London Summer Meeting and BBQ
Saturday 4th June 2010, 11.00am to 3pm
Oaktree School, Chase Side, Southgate, London, N14 4HN
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! Details are on our website, or please contact us
if you need more details.

Dublin Albinism Day & BBQ
Saturday 18th June 2011, 12:30pm-4:30pm
St. John’s GAA Clubhouse/Cumann Naomh Eoin, Grange Rd., Ballinteer, Dublin 16
We will have sports equipment, hoops, balls, skipping ropes and a parachute
available for fun and games in Marlay Park, adjacent to the clubhouse, weather
permitting of course.
Parents/guardians will need to supervise children at all times. Help with sports
events would be greatly appreciated.
There is also a playground right next to the clubhouse suitable for very young
children. Teenagers are very welcome, so do come along.
We hope to have a music session afterwards similar to last year’s event…..
bring a musical instrument if you can play…… or join the singsong!!
If you wish to attend, please contact Treasa O Callaghan (Tel: 0863789294
email: treasaocallaghan1@eircom.net) or Rosaleen Dempsey (Tel: 04890 334116,
email: rosaleen.dempsey@rnib.org.uk)
Contributions towards the cost of the BBQ and venue will be requested on the day.
€5 for an individual or €12 for a family
If you can, please bring a cake or a salad we can share.

Albinism Fellowship
P.O. Box 77, Burnley, Lancs BB11 5GN
 01282 771900
e-mail: info@albinism.org.uk
www.albinism.org.uk

