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United behind International
Albinism Awareness Day

P

eople around the
world rushed to
post pictures of
themselves on their
social media feeds
using the hashtag
#ILookOutForAlbinism
to celebrate and spread
the word on International
Albinism Awareness Day
on 13 June.
The campaign day
aimed to raise positive
awareness of albinism
and fight the stigma that
the condition still sadly
attracts. It was another
successful one in 2018
with people with albinism
joining in awareness day
activities globally.
The #ILookOut For
Albinism campaign
encouraged those with
albinism to take ‘selfie’
images of themselves
pointing at their eyes and
upload these onto social
feeds.

In the UK and
the Republic of
Ireland, The Albinism
Fellowship was fully
behind the campaign.
For the first time, the
charity organised
a largely digital PR
campaign on 13
Self merc
handise t
June and the days
o raise
awarenes
s
leading up to it.
Albinism
Fellowship Chair
quarterly
Roselle Potts and PR
digital title aimed at the
Co-ordinator Andrew
rare genetic disease
Bennett wrote a series
community.
of guest blogs and web
Editors of Rare
articles for sight impaired Revolution also agreed
charities.
that the Albinism
These articles were
Fellowship could take
posted by organisations
over their Twitter and
including the RNIB - on
Facebook accounts for a
their digital magazine
day on 12 June, enabling
for sight loss clinicians
messages about the
- NCBI in the Republic
Albinism Fellowship and
of Ireland, Angel Eyes in
International Albinism
Northern Ireland on their Awareness Day to reach
Facebook feed, and Rare a wider audience using
Revolution magazine, a
social media.

Albinism Life is published by the Albinism Fellowship. www.albinism.org.uk
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From the Chair
of our new booklet
Understanding Albinism
which offers information
and resources to parents,
healthcare professionals,
teachers and people
living with albinism.
We have
also produced a
downloadable
Welcome to the Summer presentation - “All about
edition of Albinism Life,
albinism” for school
After our national family aged children which
conference last year,
can be found on our
many members have
websitealbinism.org.uk.
gone on to set-up local
It has been designed for
events throughout the
use in show-and-tells
UK. If you are interested in or assemblies. Why not
organising a get-together tell your child’s teacher
please get in touch.
about it.
I am pleased to
The Fellowship could
announce the publication not continue running

if it were not for our
supporters. Big or small,
all your donations are
greatly appreciated and I
want to thank you all.
We want to reﬂect
our community in this
magazine and welcome
all ideas - particularly
from children and young
people.
Lastly we have some
exciting news, we are
about to launch our
brand new website. We
have had a full revamp
and added many exciting
new features.
Please go to
albinism.org.uk to
check it out.
Have a lovely summer.

A new editor for Albinism Life
Our new Newsletter editor Kristina Venning Rose
has been a member of the Fellowship for most
of her life and been active for many years in the
albinism community.
She has worked in TV production, the charity
sector and currently does freelance media work.
She lives in London with her husband and two
young children.
|
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All together…albinism organisations from across Europe, including the Albinism
Fellowship, joined forces in Norway

European albinism
conference
by Rosie Dempsey

The 4th European Days
of Albinism (4EDA)
Conference took place
in Hurdal, Norway from
www.albinism.org.uk

www.albinism.org.uk

7-11 March 2018.
Albinism Fellowship UK
Trustees, Karina Lang, & Ireland with three
Daniel Hill and Rosaleen
Dempsey represented
Continues over
|
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young people from our
membership.
The conference
had three strands: the
scientific programme,
the albinism
organisations meetings
and the young person’s
programme.
Key speakers
included the president
of NOAH (the American
Albinism organisation)
and Ikponwosa Ero, the
UN Independent Expert
on Human Rights of
People with Albinism.
Albinism
organisations from all
across Europe came to
discuss ways in which we
can work together and
to share experiences.
Some interesting
ideas arose from the
meetings:
n From ALBA (Spain)
- A programme
for teenagers with
Albinism on good
mental health
supported by
professionals in the
field.
n F rom Genespoir
(France) and NOAH
(USA)- A baby box
|
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designed specifically
for parents of infants
with Albinism
n Joint projects for all
organisations to take
part in to benefit
members
In the scientific
conference,
participants included
ophthalmologists,
dermatologists and
other professionals with
an interest in Albinism.
We learned about
the findings of recent
research on Albinism:

and levels of vision in
people with Albinism.
nT
 he Scientific
Committee led
by Irene Gotlob
(The University of
Leicester, UK) is in the
process of agreeing
common guidelines
for the treatment
and management
of Albinism across
Europe.

Despite the busy and
interesting programme
there was still some time
for attendees to enjoy
the wonderful facilities
n There are 20 types
at the conference venue
of Albinism/Genes
and try some snow
responsible for
activities such as kick
Albinism
sledding, a tree-tops
nT
 here is no
adventure and fishing
correlation between
on a frozen lake. We
levels of pigmentation warmed up in the ski hut
afterwards with tea and
pancakes.
Albinism
There are many
organisations from very exciting projects
made possible by
all across Europe
Albinism Fellowship UK
came to discuss
& Ireland’s participation
in the European Days
ways in which we
can work together of Albinism. Keep an
eye on our website and
and to share
newsletters for more
details.
experiences
www.albinism.org.uk

My first trip abroad
by Frey Prevett
On 7 March 2018, a
group of four young
people from the UK, this
includes myself, along
with some Albinism
Fellowship trustees,
travelled to Norway to
spend four days at the
biannual European Days
of Albinism event.
We were part of the

YPA, a group of young
persons with albinism
aged 18-30 who all come
from across Europe.
It was my first trip out
of the UK, and being a
wheelchair-user as well
as visually impaired, I
was pretty nervous - I
had nothing to worry
about though! It was
incredible to meet so
many people my age,

Frey on the left of the far picture with fellow
conference attendees in Norway

www.albinism.org.uk

and despite the fact we
were all from different
countries and cultures
and spoke different
languages, there was a
real sense of belonging
and friendship.
We packed a lot in to
our few days, including
an escape room in Oslo,
ice fishing, and some
delicious Norwegian
food and drink! The
winter was cold in
Norway this year and we
arrived to many feet of
snow stretching as far as
the eye could see.
It was a truly
unforgettable few
days, and I have made
new friends and had
experiences I will
remember forever. Such
an amazing opportunity!
Kirsty Wilson has
written her account
of the trip. Please visit
albinism.org.uk to
read more.
|
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Every pound or
Euro counts!

Save the date:
Albinism family
conference

Kristina Venning Rose provides a
round-up of how you’ve raised cash

When? 18, 19 and
20 October 2019
Where? Hayes
Conference Centre,
Hayes Lane,
Swanwick, Alfreton
DE55 1AU

Fundraising

We would like to say a
massive THANK YOU
to Veronica Glynn for
the fantastic fun day
she organised in Dublin
on Saturday 9th June
ahead of International

“It’s not just a
conference for
learning, it’s a place
to share and make
friends” – (From) a
person with albinism

Albinism Awareness Day.
Guests included
prominent Irish
politician Mary Lou
McDonald. Veronica’s
event raised €1790 for
Albinism Fellowship.
Many thanks to JT

Timberland for hosting
the event.

Collection in
memory of
Drummond £450

Money donated by
his family and friends
through our Just giving
page.
Bhavit Shah
Bhavit walked from
Canary Wharf to Harrow
- (approx 19 miles) on
13th June 2018.
Kitty Duﬀy Flo Cooper
On Sunday 3 June,

mother and
daughter Kitty
Duffy and Flo
Cooper, did the
VHI Women’s
Mini Marathon
walk in Dublin
for Albinism
Fellowship UK
and Ireland. They
walked it in 23
degree heat in
Dublin city with Dublin fun day
30,000 other
women with
the occasional man in
Wayne and Liam did
tutu and wig!
a sky dive for Albinism
Fellowship and raised
Wayne and Liam Morris over £700

“We have never
met anyone with
albinism before and
now we have lifelong
friends”.
We will be providing
more details on our
website and social
media as the
months go by, so
keep an eye out.
Family fun day in Dublin organised by Veronica Glynn
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Bhavit Shah and friends
www.albinism.org.uk

Kitty Duffy and Flo Cooper
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My enterprising
career
What inspired you to become
a doctor?
Actually, my own albinism was the
thing that started my interest in
medicine! At the age of 11 we were
out on a family bike ride going through
a forested area – this is always tricky as
the ground is uneven and the lighting
patchy. I was upset and frustrated and
asked my dad why I have albinism not
my brother. He explained recessive
inheritance to me and I was amazed. I
never looked back after that. I’m very
lucky that my father, also a medical
doctor, had the foresight to look into
technology and gadgets to make

If someone knows they want
to study medicine then I
don’t think having a visual
impairment should stop them

Q
A

My name is Dr Sarah Leiter, I’m 27
and am about to qualify as a medical
doctor. I have OCA1 albinism and my
visual acuity is 6/60, but a lack of 3D
vision and severe photophobia have a
significant impact on my vision.

Q
A

|

|

|

Q
A

What are the challenges of
practicing medicine with a
visual impairment?
I guess there are two main areas:
lots of reading and practical
skills. Being independent at using
assistive technology and visual aids
is critical. I have a collection of
gadgets that I use; from CCTVs and
screen reading software to pocket
magnifiers and a monacle mounted to
glasses. You have to be pro-active to
anticipate problems e.g. looking into
people’s eyes during my neurology
rotation meant getting a special
ophthalmoscope. Practical procedures
require practice and sometimes small
adaptations but have overall proven a
smaller issue than I had anticipated.
Personally, I think surgery would
not be suitable for me as a career but
vision is only a small aspect in that
choice. I am much more suited for a
speciality with more patient contact.
My PhD was spent researching low
blood sugar in children and I want
to pursue a career in genetics or
metabolic medicine, ideally working
with children.

by Dr Sarah Leiter
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things possible and to let me explore
my own limitations.

www.albinism.org.uk

Have you faced any
negativity? If so how do you
deal with it?
Scepticism rather than negativity,
especially from people who
www.albinism.org.uk

haven’t met me before. Most people
simply cannot imagine a visually
impaired doctor or wonder how they
would cope if they suddenly had an
acuity of 6/60. However, when people
meet me these issues disappear
quickly – I show them my gadgets
and talk openly about how I approach
things. Incidentally, if they don’t
know, other doctors often take some
time to realise I am visually impaired
as albinism isn’t well known even
amongst medical professionals.

Q
A

Would you recommend
medicine as a career for a
young person with albinism?
Yes and no. No, because I would
never recommend medicine
to every young person – you really
need to want to be a doctor with all
the rewards but also challenges and
hard work you’ll have for the rest of
your life. However, if someone knows
they want to study medicine then I
don’t think having a visual impairment
should stop them. Just be prepared to
explain yourself and to be pro-active.

Q
A

Are there any visual
restrictions to qualify as a
doctor?
If vision is less that 6/18 you should
see an occupational physician.
I had to answer questions when I
applied for medical school, but once
I got in and people got to know me
there weren’t many issues.
|
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Inclusive PE

Kristina Venning Rose explains how kids with visual
impairment can take part in sports
deal at school but I think
sometimes PE staff are
daunted and just don’t
know what to do with a
visually impaired kid. The
most logical thing, which
was suggested to me was
separate PE lessons with a
QTVI. Like lots of children
this was not an option
I wanted to entertain.
Ironically though, in
staying with my class I
was totally excluded from
most sports.
Fast forward to 2018
and Sainsbury’s Active
kids for all programme. It
provide a free course to
all PE teachers working
in mainstream schools to
enable them to provide
inclusive sports lessons
for disabled children in
the UK.
One of our members,
Nina Hindle who has a
10 year old daughter
Georgia is sending one

Adam and David knott

W

hen I was at
school in the
80s and 90s inclusive PE was pretty
much the teacher telling
me to duck before I
got knocked out by a
rounders ball.
Thankfully, the
current generation of VI
children have a better
|

|
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of her teachers on it
and is going to let us
know in the next issue of
the magazine how she
gets on.
This is a great
opportunity for all
school age children
to be able to enjoy
sports in a way previous
generations of visually
impaired children have
not been able to.
Gemma Sherry

Family events
throughout the UK
To get your school
involved visit www.
inclusivepe.org.uk
www.albinism.org.uk

Regional gatherings give our members a chance to get
together and share experiences
More pictures from the events are on page 12
www.albinism.org.uk
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Dublin

Dublin

Sheffield

Suncream
-The facts

Dublin

Albinism Life gives you the low-down
on how and when to use sunblock

M
Sheffield XXXxxxxxx

Sheffield

|

any new parents
are not sure if
their children
with albinism will ever be
able to go out and enjoy
the summer so let’s get
back to basics and learn

|
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how to stay safe outside.

Sun facts

People with albinism
in the UK should wear
sunblock between March
and October. Parents are

often misinformed by
healthcare professionals
that their children need
to wear suncream all
year round, this is not
necessary.
n Sun in the UK is
strongest between
11am - 3pm
n You can just as easily
get burnt on a cloudy
day as you can on a
bright sunny one.
Choosing sun cream
Many people with
albinism receive sunblock

Continues over
|

|
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free on prescription but
be aware that there is a
limited range of products
via this route and you
may end up preferring to
pay for something you
prefer.
When looking for
sunblock, you need to
consider protection from
both light - both UVA
and UVB ultraviolet light.
The star rating
measures the amount
of ultraviolet A radiation
(UVA) protection. You
should see a star rating
of up to five stars on UK
sunscreens. The higher
the star, the better.
On the bottle, SPF is a
measure of the amount
of ultraviolet B radiation
(UVB) protection.
The SPF number rates
the effectiveness of the
product on a scale from
2 up to 50+ with 50+
offering the strongest

UVB protection.

How to apply
suncream

Its hard to quantify how
much suncream to use
on your child but to put
it into context the NHS
say for an adult “two
teaspoons of sunscreen if
you’re just covering your
head, arms and neck,
two tablespoons if you’re
covering your entire
body while wearing a
swimming costume.”
Be liberal when
applying the cream if you think you have
applied too much this
is probably the correct
amount.
If it is applied too
thinly, the amount of
protection given is
reduced.
Sunblock should be
applied to all exposed
areas; pay particular

Suncreams available on prescription
Anthelios XL SPF 50+ Cream
Sunsense Ultra SPF 50+
Uvistat Lipscreen SPF 50
Uvistat SPF 30
Uvistat SPF 50
|

|
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attention to ears, nose,
back of neck, and wear a
hat to avoid burning the
exposed bit of scalp in a
hair parting.

Swimming with
suncream

Water-resistant sunblock
is needed if sweating
or contact with water is
likely.
As water gives you
a feeling of being cool,
it’s all too easy to forget
you are still vulnerable to
sunburn in the pool or
sea.
Water can wash
suncream off so reapply
as soon as you get out
even if what you are
using is classified as water
resistant.
Water reﬂects
ultraviolet (UV) rays,
increasing your exposure.
A list of sunblock
most commonly
available on prescription.
n Note: this is not
exhaustive medical
advice and you
should follow the
manufacturer’s
advice on the back of
the suncream.
www.albinism.org.uk

Father of the
Fellowship -

Drummond Cameron - A Tribute 1944 - 2018
By our former chair, Mark Sanderson

I

Much loved and much missed…Drummond
Cameron, who passed away earlier this year

www.albinism.org.uk

t is with sadness that we
report the passing of
Drummond Cameron,
one of our founding
members and staunchest
supporters.
Drummond’s full life
and many achievements
were celebrated, at his
funeral on 31st January in
Ayr.
Drummond was
born in 1944 in Ayr,
Scotland. He had an
active childhood which
included, the Scouts, and
being a choir boy. He
learnt violin and was a
member of the Scottish
Youth Orchestra. As an
adult he could often
be seen enjoying the
social side of Albinism

Continues over
|
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Unable to settle with a quieter life he
took a job with the Royal National
Institute of Blind People, RNIB, in Cardiff

then become Chief
Underwriter, an actuary.
Unable to settle with a
quieter life he took a job
with the Royal National
a leading member of
Institute of Blind People,
Sandy Theatre Group.
Drummond was an active RNIB, in Cardiff. Eventually
Nancye and Drummond
member of the Round
Table, a town councillor in returned to their beloved
Scotland, and Ayr.
Sandy and a governor of
His ever-present
St Swithins School.
community spirit showed
Drummond’s civil
service career was clearly again when he joined
Alloway Rotary and St
successful and saw him
Columba Church, the
progress in the field of
Lunch Club and Dramatic
underwriting, relocating
Society.
to Cardiff and working
In January Drummond
with many large UK
lost his long brave battle
businesses as part of his
work. In Cardiff he joined against a range of health
problems. He was a
the Athletic Club and
founder member of the
enjoyed rugby in Wales
whilst proudly wearing his Albinism Fellowship.
Drummond’s full,
Scottish colours. He also
founded the Dinas Powis active and successful
Rotary and became chair life, shows that he saw
no barriers because of
of the areas orchestra.
He was a keen fundraiser albinism.
He was affectionately
for disability sport and
one of those who helped known as the ‘Father of
the Fellowship’ he will be
to supply paralympian
sorely missed.
Baroness Tanni GreyWe express our
Thompson with her first
thanks for Drummond’s
racing wheelchair.
life, his inspiration for
At the age of 49
people with albinism our
Drummond took early
sympathies are with his
retirement from the
wife and children.
civil service. He had by

Fellowship events in the
bar!
In 1963 he joined
the civil service and was
appointed to a post in
exports in London, but
only on a provisional basis
due to his low vision - a
discriminatory practice
which is against the
law these days - but he
quickly proved it was not
a barrier.
Whilst living in
London Drummond
rowed on the Thames,
attended the London
School of Economics
and participated in
contact lens research at
Moorfields Eye Hospital.
Apparently, his party trick
was tapping his eyeball
with a pencil, achievable
because he’d been given
hard contact lenses.
After marrying
Nancye 1967 they moved
to Bedfordshire from
where they commuted
daily into Kings Cross.
The couple had two
children (Shona and
Alasdair) and he became
|
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Ellen Renton - trip to Tesco

W

riter Ellen
Renton shares
her take on
being visually impaired
through a cleverly crafted
poem.
Originally from
Edinburgh, and now
living in Norwich while
she completes an MA in
Creative Writing: Poetry
from the University of
East Anglia, Ellen has
performed her work at
venues across the UK

including the Scottish
Parliament, the Royal
Albert Hall, the Curve
Theatre Leicester and the
Camden Roundhouse,
and is part of the creative
team at In The Works
Theatre.
Ellen said: “I wrote this
poem because I wanted
to find a way to express
the diﬃculty that I often
experience when trying
to carry out tasks that
others would consider

normal or mundane.
My weekly walk to the
supermarket is one such
task. I chose to work with
this unusual format as a
way of representing the
feelings of disorientation
and discord within my
body as a result of my
visual impairment.”

A Trip to Tesco Told in Parts
HEAD
this is my least favourite
type of pavement –
one
that doesn’t know what
to call itself
HANDS
root around
for sunglasses blindness is just
in beerbellied in case - always
backpack
his is both footpath
and bike lane and I
want to repaint its
fading backbone so I
might know where
I stand
www.albinism.org.uk

EYES
a marbled view
hobs left on in
ach iris

better

Continues over
|

|
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Ellen’s unique poem layout continues...
LEGS
left

blindness is rating terrain
a don’t-tripadviser
EARS
this is my least
favourite type of
pavement – a chin
strap to a main road
ﬂat miles of sound
souped to piping hot
chaos like a gig
pavements like these spent too close
to the speakers
build a walkingbus
of me

wheels coming

laces undone

stop

the ends are untaped
from tramplings
this always happens
hard to make bows
out of anything with
your eyes closed

I haul each part of me
out the house like infants
reluctant to put
their coats on
wheels coming
loud now
beg them to be well
behaved no fallouts
or falls

just a doorcrack
of time to jump
somewhere safer

|
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Content requests

Albinism Life is a vital voice for the albinism community in the UK
and Ireland, have your say. By Editor Kristina Venning Rose

don’t think
so can’t
see any
thing

something
smudged is
swinging
closer

bike!
so close
it’s more
than a
shape

www.albinism.org.uk

A

s a new editor to
this magazine,
I’m encouraging
readers to be creative
and to share aspects of
life that others can relate
to.
Whether you want to
write an article yourself
or put forward some
ideas I would really love
for you to get in touch.
As a person with
albinism myself, I am
always interested to read
www.albinism.org.uk

about others in a similar
situation - their careers,
lifestyle choices and
recommendations.
Our next edition
is later in the year so
why not tell us what
Christmas presents
you’ve been thinking
about or ones that were
really successful with
your children in previous
years?
Or perhaps your child
started school for the
first time this autumn;
how did you feel, how
did it turn out and do you
need advice or ideas for

moving forward?
Or for teenage
or adult readers with
albinism, share with
me your reviews of
great apps you’ve come
across or make-up,
fashion ideas, dating or
parenthood.
All aspects of albinism
life, no matter how
big or small, are up for
discussion here and we’d
love to be able to answer
questions readers don’t’
even know they want to
ask, yet.
Email me magazine
@albinism.org.uk

Jeans for Genes
Please sign your school or workplace up to raise
money for Jeans for Genes - an organisation
which raises money and awareness of genetic
conditions. The Albinism Fellowship is an aﬃliate
charity and will benefit from funds raised.
Jeans for Genes day is 21st September - to sign up
please visit www.jeansforgenesday.org
|
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