Face It Together

The newsletter for adult members of The Birthmark Support Group

Welcome

Welcome to the first edition of the Face It Together
Newsletter. As you will remember the group was
launched on the 18" April 2005 at Great Ormond
Street Hospital by our new patron Esther Rantzen.
This group will focus on the “over 21's”. The aim of
the newsletter is to stay in touch on a regular basis,
keeping everybody informed about the day to day
goings on of the group as well as the more obvious
things such as new treatments, camouflage, the
BSG in the media, every day issues etc.

You will notice on page 2 that various members of
the group have volunteered to put a mini biography
in the newsletter. The aim is to put a “face” to all the
names you hear mentioned in the newsletters and
the website. We think this should be a regular
feature of the newsletter and aim to get round to as
many of the group as we can. Please email
faceittogether@birthmarksupportgroup.org.uk if you
wish to volunteer for the next edition or post your bio
to the address below.

Why a Newsletter?

Representatives of the Face It Together group met
in London in September 2005 and decided to send
out a questionnaire to each member to decide what
is generally wanted from the group. A newsletter
appeared to be the most popular way of keeping in
touch. Don’t worry, social events ranked a very close
second and we will be organizing a get together very
soon.

Remember this group is very much about what you
want from it so please send in your suggestions.

If you didn't receive a copy of the questionnaire just
let us know and we will get one to you.

BSG in the Media

Suzanne Notley has very kindly sent us the article
she contributed to in a national magazine, and we
have attached it at the back of this newsletter.
Please send anything you wish to publicise to the
email address above.

BSG ‘Fun’ Days
In the past these have been aimed at families with
young children. We hope that in future members of

Face It Together will also attend and if there are
sufficient numbers that it can perhaps be combined

with a FIT social event. If you are coming along then
please let us know in advance so that we can
ensure that there are other FIT members present.

Saturday, March 18th in Liverpool This will be
held at the Bridge Chapel Centre, Heath Road,
Liverpool, L19 4XR, between 1.00pm and 5.00pm.

Sunday, May 14th in Birmingham. This will be
held at King Edward VI High School for Girls,
Edgbaston Park Road from 12 noon to 5.30 pm.

Sunday, September 17th in North London. This
will be held at Chigwell School, Chigwell, Essex from
12 noon to 5.30 pm. It will also be the BSG AGM
and replaces the event previously held at Coram’s
Field.

Saturday, November 18th in Glasgow Venue to be
arranged

Further details about the programme, travel
directions, etc for these events will be available on
the website and on request via the PO Box address.

Face It Together in 2006

With “Caring Matters Now” joining the Group a
necessity has arisen for an organising committee.
Please see the main newsletter for full details on the
arrival of the CMN members, which in short
increases the BSG membership to over 630 people.
The following members have kindly agreed to help:

Orla Morris, will take care of the Adult membership
database and this Newsletter, you can contact her
on faceittogether@birthmarksupportgroup.org.uk

Suzanne Notley, shall be Events organizer
extraordinaire, Suzanne can be reached on her
email events.fit@birthmarksupportgroup.org.uk

Bev Fulker will co-ordinate all Support, and can be
reached on her email address
support.fit@birthmarksupportgroup.org.uk

Julia  Higley will assist with FIT Group
Administration, and can be reached on Orla’s email.

Volunteers & Ideas Always Needed

If you would like to help with FIT, or with Teentalk,
the BSG groups for teenagers, then do let us know.

Please, please send all suggestions you may have
to any member of the committee, remember this
group is all about the members. Sometimes the
most obvious things are the things that need
pointing out.
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Nick Ward - Chairman of The Birthmark Support Group. | have a facial Port Wine
Stain and following ineffectual radium isotope treatment as a small child have lived quite
happily with it for the last half-century or so.

Meet Some FIT Members:
FIV . .
j_({,.
¥ ael
". \ N | joined the group about five years ago after reading an article on laser treatment for
\ =7 birthmarks in which the BSG was mentioned. At the time | was headmaster of a large
\ \4" boarding school in Suffolk and thought this a good venue for ‘Family Days’ and fundraising
3 activities. | also felt that | could perhaps offer an alternative perspective on living with an
untreated birthmark. | am married to Jane and we have a daughter, Emma (33) and a son,
Simon (30) and two grandchildren.

Following my retirement from The Royal Hospital School | was invited to take over the chairmanship of the BSG
from Mark Lingfield, which | did in January 2005.

Although the support of families with young children has been the core activity of the group | am very keen that
the membership should continue to expand to include more teenagers and adults with birthmarks. | am sure that
those of us who live with a birthmark have a role to play in not only offering support to others but also in furthering
the aims of the BSG of informing and educating the medical profession and the public generally about birthmarks.
I hope that FaceltTogether will also provide a fun and relaxing environment for social activities in the future.

Email: chairman@birthmarksupportgroup.org.uk

Bev Fulker - My name is Bev and | have a facial port wine stain. | live at Leigh
on Sea, Essex. | did have a test patch with laser when | was 13 years old but |
decided | could live with the birthmark rather than spending hours at the hospital. |
used to wear light make-up to work but | threw my make up away two years ago.

| joined the BSG in January 2005 and | am also a volunteer for Beat Bullying, a ¥
mentor at Birthmarks.com and | have my own website (www.loveyourmark.com). | "
have changed my career to become a Mentor and Confidence Coach and | hope to ;
help children and adults realise that it is possible to have a birthmark and have 'A
confidence.

In the last year | have been in several newspapers, spoken on the radio and made a brief appearance on TV
speaking about bullying. Sometimes people feel very isolated and may feel they are the only one with a birthmark.
However, when they discover the fact that there are actually thousands of us it helps them enormously!

I think it is important for us as a group to get together as much as possible, share information and support each
other (and of course have fun along the way!).

Email: support.fit@birthmarksupportgroup.org.uk

Julia Higley - Hi my name is Julia. | am well over 21 (50 to be exact) and | work part
time as a nurse in my local day surgery unit. | have recently become a Christian. | have
been married to Brian for nearly thirty years and we have three daughters. | have a
portwine stain covering my left leg, and have needed surgery during my teenage years.
This was due to an increase in growth of my leg, directly caused by my birthmark.

| only heard of the BSG after searching the internet and contacted the BSG, | think in 2002
to ask for one to one support via e-mail. Nick and | were put in touch and we e-mailed for a
while. | went to the first adult meeting in Winchester and met some lovely people. It was
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the first time | had really talked about my birthmark and met other people with birthmarks. It was a special day and
a few tears were shed.

| was then contacted by Nick and asked if | wanted to become a committee member. | am so pleased to have the
opportunity to assist and support the work of the BSG. | hope to meet members at events in the future.

Email: faceittogether@birthmarksupportgroup.org.uk

Suzanne Notley - Hi there, I'm Suzanne, I'm 29 and live in Wisbech, Cambridgeshire.
About a week after | was born, an outline appeared on my face around my right eye. This
developed into a strawberry haemangioma, which grew and became very heavy, sealing
my eye shut. As the mark was over my eye and there was a risk of losing my sight, | had an
operation to remove some of the birthmark — but unfortunately my sight could not be saved
and | cannot see out of my right eye at all. | then had two further operations to “tidy up” the
quarter of my face that was affected by the mark. Like many of us, | suffered times of low
self-esteem — during my teens | wore my hair over my face, and even refused to put make-
up on my “bad eye”, thinking that if | ignore it everyone else would as well! | also have
further birthmarks down the right side of my body, from my bottom to my toes, which made
P.E. and swimming at school a real misery. | did try camouflage make-up and laser
treatment, but soon gave up — it just wasn't for me.

With lots of love and support from my family and friends, and a growing self-belief, over the past few years my
confidence has grown and grown. | went to University, and even fulfilled my dream to become a dancer, before
following a successful career in fashion. | now run my own fashion label, Fashion Junkie (www.fashionjunkie.net),
for women sized 10-32, alongside being mummy to baby Olivia Grace. | used to be so nervous of being
photographed, but have now appeared in various articles in national newspapers and magazines about my
birthmarks — talking about it all has been such a liberating experience, and | hope that reading about me has
helped others too. | wish that the Birthmark Support Group had been around when | was a child, having people
with similar experiences to talk to would really have helped my parents and | in so many ways. | am just so glad
that | am part of the Group now, and look forward to meeting you all and sharing stories!

Email: events.fit@birthmarksupportgroup.org.uk

Orla Morris - | am 30 years old and have a facial Port Wine Stain. | am currently
undergoing treatment, using pulse dye laser, at St Thomas’s Hospital in London. As
you can see | always wear make-up but to give you an idea of the size of my mark |
have 1,200 zaps each time. | have now had 13 treatments and just had a patch test to
see if my PWS is still responding. Please keep your fingers crossed for me!

| joined the group a few years ago. The main reason | joined is because of my Mam &
Dad, they have always said that they wished that they had people to talk to about

| _ birthmarks when | was born. All the time | was growing up they worried that they had
made the wrong decision about make-up. | think they made the right decision for me. | want to have enough
people with different sides of the same story to help all the other “Mammys and Daddys” to make the best
decision for their child and their family in the early years when the most affected, the child, can't make the
decision for themselves.

Email: faceittogether@birthmarksupportgroup.org.uk
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