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Cﬁairman,s Cﬁat by Norma Guy

Instead of the usual Chairman’s chat | feel |
need to give you an insight into the financial
situation of the Haemophilia Society both nation-
ally and locally.

The National Society are having extreme difficul-
ties financially and have had to make many cut
backs, including several redundancies. The numbers
of staff in the office has halved from 10 to 5 mean-
ing that most of the projects that were planned for
2009 have had to be put on the back burner. Hope-
fully it will be just a blip and things will get back to the
busy thriving Society it has been for over 50 years.

The Society has been funded for many years by
the government giving what is called a Section 64
Grant. They have now lost 70% of this Grant and
there is a possibility they will lose the rest before the
end of this year. This money is what has been used
for the general running of the Society i.e Rent Wages
etc. | not sure whether you are aware that the mon-
ies held and raised by the North West Group belongs

to the National Society. We are only a branch and we
take our guidance from Headquarters in London.
Now to come to the other reason for this message is
we want to do a survey of the Members who read
---look forward to-----enjoy our Local Bulletin that we
send out to you twice yearly. The North West
Group bears the cost of this by various Fund Raising
Events. We send out over 500 copies of the Bulletin
by post and the number has increased over a period
of time as several Groups have disbanded and we
have taken them over. Groups such as Liverpool and
North Wales to name just a couple of groups. We
need to know whether you as a member really want
the Bulletin sent out to you by post or by e-mail.

If you still want to receive it by post we will be
more than happy to continue as we have done. In-
side this Bulletin you will find a slip and we would
appreciate it if you will return it saying Yes or No

Nowuna Guy

Sad News

I am not sure how many of you are aware that we have re-
cently lost a dear friend and someone who has been such
an important part of so many of our lives here in the North

West.

Sister Alex Shaw, late of Pendlebury Children’s Hospital, and
our most recent Group Chairman passed away in the early

hours of Friday morning 30th of January.

| tried at the time to ring as many people as | could but it
would have been impossible to let everyone know this way. |
am sorry to be breaking this news to you now if you haven't al-
ready heard. We were all completely devastated when it hap-
pened. Although she had been poorly for some time, no-one

expected it.

Alex was a tireless worker for the Society, both nationally and

locally. She was like a mum to her patients and a dear friend to
their parents. She never refused to listen to their problems and
frustrations; she treated them all like part of her family.

Some of us, too old to have ever been her patients, were never-
theless lucky enough to be able to call on Alex for help, reassur-
ance and sometimes just a listening ear. She always took time
to explain things that perhaps we were not so sure about. Alex
was a generous, kind and thoughtful friend who we will dearly
miss. She leaves a gap in our lives that can never be filled.
Bless you Alex for all the hearts you touched.
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A&E Questionaire Analysis

he 2008 A&E Out of Hours survey raised

many issues that Haemophilia patients face
when attending general Accident and Emergency
departments.

by Michelle Semmens

main recommendations from the report included the
need for a national document; either electronic or
paper based which included information on haemo-
philia, treatments available and warnings about Aspi-

Over 400 questionnaires were distributed to mem- rin and other drugs which can be harmful to
bers in Spring 2008 and just under 10% responded. = Haemophlia patients.

The majority of responses came from adult haemo- It has been suggested that the recommendations
philia patients. Many patients attending hospitals are submitted to the Haemophilia Alliance and UK
where there was no Haemophilia Centre did not feel Haemophilia Doctors Organisation so that the issue
confident that the doctor in attendance did not un- can be addressed and the document can be devel-
derstand their condition and were required to repeat- oped and integrated into the medical system, an ide-
edly explain how their condition affects them to al solution would be to link it in to computerized
hospital staff. patient notes, where a flag is raised to the doctors
There were also concerns raised over the green and they can print out a summarized fact sheet on
Special Medical Card as many felt that it was not how to deal with Haemophilia emergencies.
recognized in the paramedic community, also out- The report will be circulated to a number of organi-

side of Greater Manchester ambulances are obliged zations and we will keep members informed of any
to take patients to the nearest general A&E depart- updates and outcomes from the report.
ment and not a patient’s specialist hospital. The

North West Group Fundraising Event
On Friday 17t April 2009 the pathology

department at Blackpool Victoria Hospital
all took part in a “wear red” day at work.

By wearing a piece of red clothing for the whole
day, including red tops, socks, ties and even
tights, we managed to raise £157.73. Not only did
we raise money but we also highlighted people’s
awareness of haemophilia. A huge congratula-
tions goes to all those involved and also to the
haemophilia society for providing us with the
equipment to carry out this event.

Bolton Little Theatre by Norma Guy

avid Fielding and | went to Bolton Little Theatre on Friday 23

January The Chairman of the Little Theatre sent out Invita-
tions to several Charities as a taster to see if we were interested
in selling Tickets to a play of our choice.

We had a lovely “Marks and Spencer’s” finger buffet and a glass of
wine. It was a really enjoyable evening We would like to be able to
sell tickets to raise money for the Group and it would be something
different The Tickets will cost £15 and for that you would get a Marks
and Spencer’s finger buffet a glass of wine (or two) and then go to see
the play. Some of the Money will be for the North West Group Funds
and some will go to the Little Theatre for the cost of the Evening. The
date they have given us is Wednesday 5th August and the play is
“Fawlty Towers”

| am really looking forward to it | was told by the Chairman that this
play was on in December and it got such an excellent Revue in the
paper that they decided to put it on again. It was a sell out every night
so we are lucky to have been given one of the nights . | hope you are
interested in buying Tickets to come along to an enjoyable evening If
you are please ring me on 01204 497622 and | will send you tickets on
receipt of the money If | am not in please leave a message on my ansa phone and | will call you back A.S.A.P | know
you will enjoy it and it will be an extremely good night’s entertainment. Well worth the money.

Look forward to hearing from you
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