The newsletter for members of The
August 2006

| hope that you are all enjoying the Summer
Break. At the risk of this newsletter
sounding like a weather forecast, each time
| sit down to write the same, we seem to
have experienced yet more weather — in
April/May, we had just about got spring
underway, this time around, we've had very
hot temperatures to contend with — of
course, all that has changed with the end of
the school year!

Speaking of schools, | am sure that we are
not the only household with a little one
about to start school for the first time in
September. Theodore is so keen to go —
I’'m the one who cannot bring herself to
purchase his school uniform — I've gathered
all the trousers, polo shirts etc., twice, burst
into tears and then had to return the goods
to the shelves! I'm sure I'm not the only
one going through this — equally, if you've
got children who are changing schools this
year, it can be a very emotional time for all.
This is where Teentalk may be able to help.
Changing schools is a huge experience in
anyone’s life but it may help to be able to
communicate with someone who has
overcome that hurdle and share some
strategies for coping. The TeenTalk e-mail
address is
teentalk@birthmarksupportgroup.org.uk

Thank you to all of you who supported the
Birmingham Fun Day back in May — it was a
fantastic venue and we were delighted to
see so many people. A full round-up of the
day can be found on the website.

Look forward to seeing you in September at
our Chigwell Fun Day — full details on the
newsletter and will also be published on the
website.

Best Wishes Alana

Support Group

email: sec@birthmarksupport.group.org.uk

Chigwell Fun Day

Preparations are well and truly underway for
our Chigwell Fun Day, details are as follows:-

Date:- Sunday 17" September 2006
Time: 12 noon til late afternoon
Venue:- Chigwell School, High Road,

Chigwell, 1IG7 6QF

Again, a barbecue lunch will be available from
around 12.30 p.m. but this will need to be pre-
booked, either via the website or form sent to
our NEW postal address — see below.

We can offer you swimming, quizzes, bouncy
castles, outdoor games and a variety of other
entertainment to suit all ages.

The school is easily accessible from the M25
(. 26) and the M11 (j. 5/6). There is a website
www.chigwell-school.org which gives details
on location/direction. Chigwell Tube Station is
about a mile from the school (on the Central
Line) and there is a local cab office (Saddlers
020 8508 0107).

In case of inclement weather, we have access
to the school's new Drama Centre.

Thanks in advance to all at Chigwell School for
their incredible generosity and to James Coake
(www.teambuilding.co.uk) for his tremendous
support in providing the bouncy castle and
outside games etc.

We will also be supported by staff from GOSH
—again, our thanks to them.

As you can see, a fun packed afternoon —
thanks Toni for all your hard work.
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Annual General Meeting

We will be holding our AGM on Sunday 17"
September 2006, at Chigwell School. An
Agenda will be included in the Welcome Pack
Handed to you on arrival. The time for the
Meeting is 2 p.m.

This will be held in a separate room from the
main activities and we invite as many of
you as possible to attend the same.

Meeting for Volunteers/Mentors

We have been delighted at the response to
our request for volunteers to help with our
support teams. Those who have
volunteered should have received an
invitation to attend a meeting at Chigwell
School on the 17" September from 11 to 12
noon.

In addition, anyone who is over the age of
16 who would like to volunteer as a Teentalk
Mentor may also attend this meeting.
Further details can be obtained from Nick &
Jane Ward on
chairman@birthmarksupportgroup.org.uk

It is hoped that all those who have already
trained as Teentalk mentors will be able to
attend a short meeting between 12 noon and
12.30 on the 27".

NEW Postal Address

We moved house at the end of last year
and, for one reason or another, the Post
Office are unable to provide non-geographic
PO Boxes. We have set up a divert on the
old PO Address but have found a company
that will supply a London Postal Address
with a mail forwarding service. A note has
gone out to all members via e-mail and the
new address is shown at the foot of each
page of the newsletter. The new address
should be used with immediate effect and
needs to be set out exactly as it is shown.

Date for Your Diary

The Glasgow Fun Day has been arranged
for 18" November 2006, at the following
venue:-

St Brides Church, 21 Greenlees Road,
Cambuslang, Glasgow, G72 8JB

Jodi Unsworth will be co-ordinating the
event.

Guilt Free Shopping!

Yes, | promise you there is such a thing!

Thanks to some enterprising detective work
by one of our Fundraising Team, Stephen
Clarke, who found that you can shop on-line
knowing that a donation is being made to the
Birthmark Support Group. Stephen
discovered a website called buy@.
Basically, this holds details of a whole host
of retailers/service providers (over 100), for
example, Marks & Spencers, Kiddicare, ELC
etc. Each of the retailers commit to giving a
percentage of the money we spend with
them to charity. There are no catches — you
won’t pay more on-line via this link than you
would if you went direct to the store
websites. What could be simpler?

We have our own webshop set up —

http://www.buy.at/birthmarksupportgroup

click on this and it will take you straight to
our own site — you can then browse the
huge list of retailers, click on the one you
want to buy from and you will be
automatically directed to this retailer’'s own
site. This really is something to share with
friends, family or even at work. Add it to
your Favourites and take the stress out of
shopping.

Whilst on the subject of fundraising, we are
indebted to the following people who have
organised or participated in a whole host of
events and raised much needed funds for
the Birthmark Support Group:-

Julie & Brian Higgins — have sold
wristbands, committed to lose weight, sold
keyrings and arranged Christmas Card
sales.

Karen Fletcher held a coffee morning
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Mrs M A Stewart was sponsored to walk the
2006 Britannic Asset Womens Race

Christine Bleasdale & Louise Heyes — held a
‘Go Greased Lightening’ Grease evening in
May 2006.

Many thanks also to Sarah Jones’ husband,
Huw, who completed a 10K run who
donated all his sponsor money to the
Birthmark Support Group. Sarah and Olivia-
Mai are very proud of you!

We were also very fortunate to receive
donations from:-

Sally Hellmann
Karen Brew
C J & E J Curtis

Thanks also to those of you who participate
in the GAYE schemes.

The CMN fundraising arm has also been
active:-

Donations from:-

C & A MacKenzie

Mrs M Hides

J S Jefferson

Lilleshall Steel Services Ltd
C Prince

S Harrington

Arthur Lowe

Stephen Clarke

Former LFC Players

Fundraising events were arranged by:-
Lucy Clarke

Bucket Collection outside LFC (match v
Everton)

Lucy Hardwidge — Ladies Night

Christmas Card Competition

In the past we have raised additional funds
through selling Birthmark Support Group
Christmas Cards. This year, we would like
to re-introduce this but need the help of our
members in order to do so. So, calling all
budding artists!

In true Blue Peter fashion, there will be three
age groups:-

Upto 5
Upto 12
12 and Over

Each of the group winners will receive a
prize and the overall winner will see their
card in print appearing in homes
everywhere. The design can be painted or
drawn.

If you would like to enter, please make sure
that your design fits onto an A5 sheet (A4
folded in half) — the design should be based
around what ‘Thoughts of Christmas’ —
basically absolutely anything that comes to
mind when you think about Christmas.
Entries should be sent to:-

BM The Birthmark Support Group, London,
WCI1N 3XX

To arrive by 20" October 2006 — winners will
be notified by the 3" November 2006.

Please ensure you include your name, age
and address on the entry.

We look forward to receiving your entries.

The final article in our Newsletter for
September is a report written by Samira
Batul Syed. As many of you know, Samira
is an Associate Specialist in Paediatrics at
GOSH - the team at GOSH are great
supporters of the Birthmark Support Group
and we are grateful to her for preparing this
report. In June 2006, Samira, Jane
(Linward) and Hilary (Kennedy) attended the
International Society of the Study of
Vascular Anomalies Congress in Milan, Italy.

Below is their report:-

BM The Birthmark Supp@toup, London, WC1N 3XX
Telephone:- 0845 045 4700



Report on the International Society of
the Study of Vascular Anomalies
Congress held in Milan, ltaly. 14 ™-
17th June 2006.

Author: Samira Batul Syed, Great
Ormond Street Hospital, London.

Background

The ISSVA Congress is held every 2
years. This was the 16™ Congress. The
first meeting was started 30 years ago by
Prof John Mulliken (Boston, USA) and Mr
Antony Young (London,UK) where 12
people attended. Since then the group
has flourished with 400 delegates
(including 50 spouses) from 40 countries
spread over the 5 continents. The
representatives ranged from  multi-
disciplinary groups of scientists, laser
specialists, surgeons, geneticists,
dermatologists, histopathologists,
radiologists, a few nurses and
psychologists.

100 oral presentations and 85 posters
and 9 difficult cases were presented in all
topics of vascular malformations, venous
lesions, lymphatic abnormalities,
haemangiomas, port wine stains and an
entire day was spent on arteriovenous
malformations.

Great Ormond Street Hospital's
contribution

The Multi disciplinary vascular anomalies
team of 15 delegates attended the

meeting and presented 12 papers
ranging from oral to poster presentations.
The teams came from Dermatology,
ENT, Radiology, plastics/general surgery
and our visiting research fellows. Dr
Sabeera Mustafa joined the team from
Malaysia having been a research fellow
at GOSH for the previous year. We were
fortunate to have our 2 clinical nurses
Sister Jane Linward and Hilary Kennedy
who not only attended the meeting but
also presented important posters on
nursing care of haemangiomas and the
parents’ perspective to the treatment of
venous malformations with
sclerotherapy.

Nine very difficult and challenging cases
were presented over the first 3 mornings.
| presented a challenging case from
GOSH with a complex vascular anomaly
which intensified debate about
classification and management of these
cases. We brought back important
treatment protocols for the patient and
her family.

Haemangiomas

New therapies were discussed for
ulcerated haemangiomas and I
presented our 12 years experience of the
management of painful ulcerated
haemangiomas, which continue to cause
considerable morbidity and extreme
anxiety when inappropriately managed. A
paper from Sweden talked about
injecting autologous fat into ulcerated
haemangiomas in order to help healing.
This was interesting and something very
novel.

The Haemangioma Investigator Group
formed 2 years ago in the USA has been
very active and we plan to collaborate
with them in the future.

An important paper from Boston
discussed liver haemangiomas and
further information about the online
database can be obtained from
www.liverhemangioma.org
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Port wine stains :

The progressive nature and the natural
history of PWS remain a concern. Some
lesions continue to progress slowly but
surely and may have a difficult course in
adult life if not treated in childhood. Laser
treatment remains the treatment of
choice and the need for synergistic
lasers (eg pulsed dye laser and NdYag)
for persistent and stubborn birthmarks
seems to be the way forward. Large
calibre blood vessels require deeper
penetration for photo-coagulation and
therefore longer wavelengths and
increasing the timing of delivery may be
the answer. This was more relevant to
adult mature port wine stains.

Multiple capillary vascular malformations
with a strong family history should be
investigated for possible risk  of
arteriovenous malformations (AVF or
AVM) and the newly discovered RASAL
gene.

Venous Malformations

These are thought to occur because of
“disturbed” collagen turnover contributing
to the vein pathology. For slow flow
lesions consider anti-coagulation and
monitoring of blood tests regularly.

Lymphatic Malformations

Sclerotherapy techniques were
considered using Bleomycin,
doxycycline and other drugs including
foam for producing sclerodesis.

Arteriovenous malformations (AVM)

Ethanol embolization for ear AVMs
showed an excellent outcome, however
there is a significant risk of side effects
including fatal outcome from ethanol that
was discussed at great length.

Genes ldentified :

Glomulin for glomangiomas
TIE Tec 2 for venous malformations

RASA 1 for Parkes Weber and CM-
AVM

Psychological Impact

Six papers relating to the psychological,
health related quality of life and psycho-
social impact of birthmarks on individuals
and their families were presented. The
studies were completed by means of
guestionnaires for children or their
parents/carers and adults. These were
to birthmark types: haemangiomas or
vascular malformations.

Studies concluded, children with
haemangiomas (facial or otherwise)
adjust well to having a birthmark. It was
noted; however, that a degree of
‘psychological distress’ does exist in
some patients and the recommendation
is that where the distress is serious,
treatment is justified before school age.

A second survey concluded that having
had a haemangioma does not influence
the quality of life; however, children
within the 8 — 11 year group reported an
increase in negative emotions. The point
was also made that when the birthmark
is visible or where complications occur,
there were changes to the responses
given.

A study on vascular malformations (age
8 — 16 years) showed there s
psychosocial impact for  patients
especially when they are older, male and
have more severe malformations. A
study addressing the quality of life issue
amongst the adult population found that
the most affected aspects related to
physical function and the pain ratio. The
study then presumes that these two
aspects have a negative impact on a
patient’s emotional state.

The host country’s Children’s Hospital
took a slightly different approach to the
psychological impact looking at the
anxiety levels experienced by parents
whose children were seen by a variety of
medical professionals before being
referred to a Specialist Centre. They
compared this group of parents with a
similar group of parents whose children
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had been referred directly to a Specialist
Centre. The groups were termed
‘nomadic’ and ‘non-nomadic’
respectively. Findings were that 70% of
parents from the ‘nomadic’ group
suffered severe anxiety levels versus
20% of the ‘non-nomadic’ group.

Conclusion :

The GOSH team was well represented at
this meeting and we look forward to
further research into the field of vascular
anomalies. There was much to learn in
the short period while we were there. |
would like to thank the Birthmark Support
Group for their financial support to make
this trip possible and to all the families
with vascular birthmarks who took part in
our presentations.

Samira Syed

Associate Specialist in Paediatrics.

Great Ormond Street Hospital for
Children. London.

Thanks to everyone who
contributed to this Newsletter — we are
always pleased to receive items for input
so if you've got something you'd like to
share with other members, please let me
know.

Look forward to seeing many
of you at the Chigwell Fun Day and good
luck with the shopping!

Take care,
Alana
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