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Thalassaemia is a genetic
blood disorder which affects
the red blood cells. It affects
millions of people world wide.
It is however more common
amongst those who's ancestors originate from Africa, the
Mediterranean and Asia.
Thalassaemia is where the
body is unable to produce
enough number of red blood
cells. As a result sufferers become severely anaemic and
need regular blood transfusions every 4-6 weeks, along
with other treatments.
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TASG

In November 2010 the TASG
(THALASSAEMIA AWARENESS was awarded a pot of funding
from the Roald Dahl Marvellous Children's Charity to help
AND SUPPORT GROUP)
run activities aimed at children
TASG (Thalassaemia Awareness
and young people .
and Support Group) is a carer and
The funding was given to hold
patient-led support group for
activities to combat isolation of
sufferers of Thalassemia.
children affected by ThalassaeThe group aims to raise awareness mia and to raise awareness
within the wider community and
within the wider community.
improve knowledge amongst the
TASG aims to work with chilpublic, professionals, voluntary and dren who are living with the
statutory agencies.
condition who in many cases
We believe as patients we are able may feel isolated due to the
issues related to their condito spread the message on a wider
tion.
scale and it would hit home for
many people.
AIMS AND OBJECTIVES

Through funding we aim to combat isolation and beat associated stereotypes.
The charity has been operating
for 20 years and helps children
with serious neurological or genetic blood conditions providing
children's nurses, equipment,
carers and toys working with
hospital and care organisations
as well as directly with patients.
Thanks to Roald Dahl’s Marvellous Children’s Charity for funding TASG as without their help
we wouldn't be able to hold all
the activities to achieve our
gaols.

The Youth Outreach Unite (YOU) Project was set up by OSCAR Birmingham
and began running in February half term in partnership with TASG. The project
is for young people aged between 10 - 18 and it seeks to provide a relaxed
environment in which to educate and support young people affected by Sickle
cell & Thalassaemia. We meet weekly on Wednesdays and so far we have
been on a range of activities, including bowling, mini-golf, buffet meal and a
healthy living course. We aim to provide the young people with skills and
knowledge that will benefit them throughout their entire life and enable them to
manage any complications resulting from the conditions. At OSCAR we are
very conscious of keeping the young people’s interests at the heart of the
project and it is very much our desire for the youth project is about YOU and
created by YOU. If you wish to get involved with the YOU Project you can
contact us on:



Educating health care
professionals



Empowering Thalassaemia
patients to manage their
condition



Provide support and
information



Encourage screening / blood
t: 0121 212 9209
test for within the wider
w. www.oscarbirmingham.org.uk
community for Thalassaemia We also have a Facebook and Twitter account.
trait

TASG Activities So Far….
World Thalassaemia Day Lodge Road
Community Centre
19th May 2012
World Thalassaemia Day was
celebrated by patients and the
community coming together to
create an awareness about living with this condition. Young
children and their family members were able to take part in
an educational quiz involving
questions regarding Thalassaemia. There were a range of activities for all the family and
especially for young children.

Children's Summer Project
2012

Eid and Diwali Event 2012 Phoenix Hall - Birmingham

Photography & Me
23 - 27 July 2012
The aim of the summer project
was to involve young children
with Sickle Cell and Thalassaemia to engage with other
children that don’t have the
condition.
We recognise it is often difficult
to talk about the condition therefore we ran a project based on
photography. Through this the
children were able to express
their feelings through imagery
and art. It was a great non
directive way of expressing
themselves with out having to
focus on the negatives of what
having a blood condition means.
We also held a exhibition at OSCAR Sandwell with some of the
pictures that the children took.

24th Nov 2012
The Eid & Diwali event was attended by our clients and people of the community. Children
and parents spoke about their
experiences and how they feel
about having to cope with the
condition.
There were various stalls that
provided information as well as
entertainment.
During the event our younger
clients took to the platform and
talked about their condition and
experiences.
Mohammed Umar then told
jokes to the audience to keep
the atmosphere light and to entertain the audience.
Well done Mohammed!

UKTS Conference Northamptonshire
22nd September 2012
TASG, OSCAR Sandwell and OSCAR
Birmingham were able to take family members, carers and patients to the conference.
The conference highlighted research and
other new development that are linked to
Thalassaemia.
Patients and carers were able to ask
questions during the Panel Discussion
session. The panel included the UKTS
President, clinicians and patients.
The patients and carers found the
conference very informative.
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Parent Testimony
I am a mother of three children
who all have Thalassaemia
Major. My children suffer from
Anaemia and are always tired
and never seem to have any
energy. I know most of it is due
to their condition but I felt there
could be another way to help
boost their energy. I know
many things are related to what
we eat but I didn’t have the
information to give them more
energy and to improve their
health.

I told her about the problems I
have been having, especially
with my son. Umar has been
having problems with constipation for a number of months
due to the medication he is on.
It causes him a lot of pain and
he is unable to concentrate at
school and play like all the other children. It would always upset me to see him like that. I
had taken him into see his consultants on several occasions
and there wasn’t much they
could do about it. I was changing around his diet and still
couldn’t find a way to deal with
the constipation and acid reflux.

Sonia then told me about
classes she is holding for juicing
and smoothies. She said the
right type of vegetables and
fruits will help with low energy
and helps with constipation. At
first I wasn’t sure but then I
thought I’ll give it a go, as I have
no other option.
I tried the different smoothies
with my children; it was good fun
as we experimented with
different fruits and vegetables
and got some family time
together.
After a few days though my son
started going to the toilet more
regularly. I was so surprised
that something so simple had
this affect. I am so glad I was
there at the hospital to meet
Sonia as it helped so much with
his stomach pains and helped
him going the toilet more regularly.

I then met Sonia Cooper at the
children’s hospital. She told me
that she is a Nutritionist and is
employed by OSCAR Sandwell
and working with TASG.

Afia Begum

NATIONAL BLOOD
SERVICE CAMPAIGN
Step Up, Sign Up, Share was a
campaign launched in March
2013 focused on asking new
donors especially in the 17 - 24
year age group to step up &
sign up to give blood and to
also share and spread the word
via Social Media.
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· More than 1,000 new donors
are needed to register every
day to replace those donors
who can no longer donate.

· Every unit of blood donated
can potentially save or improve
the lives of up to three people.

· Young people are especially
vital as the number of young
donors registering has fallen in
recent years and we need to
recruit lifesavers of the future.

New donors can register on
www.blood.co.uk.
Facebook: NHSblood and
OrganDonationUK
Tw itter:@GiveBloodNHS
and @NHSBT
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Just For You
and energies. Good nutrition
not only allows us to function
well physically, but mentally
as well.

Sonia Cooper Nutritionist
OSCAR Sandwell has employed
Sonia Cooper who is a qualified
nutritionist. She has years of experience of working with Sickle
Cell and Thalassaemia patients.
We believe there is more we can
do to help manage our condition,
such as healthy eating.

Nutrients the body can make
itself, although they may also
come from the diet, are considered nonessential. An essential nutrient, however we
can’t make for ourselves in
sufficient amounts to meet
our needs, so must be obtained from food. These nutrients include minerals, most
vitamins, some amino acids
(from which proteins are

Healthy eating is a choice….
YOUR choice!!! And before you
can fully explore that choice, it
helps to have a bit of an understanding about what food actually is and what it delivers to your
body.
Food and drinks are made up of
a range of substance’s called
nutrients that we use for growth,
maintenance of healthy tissues

made) and some fatty acids,
because we can’t make
these, we must regularly
choose foods that supply
them.
Sonia has been holding
workshops tailored for our
clients as well as one to one
support for clients with more
complex issues. The workshop has already got great
results, and we believe everybody can benefit from better nutrition.
If you are interested, more
workshops will be held on the
dates following:
For more details please
contact: Sonia Cooper
E: Sonia.kapani@gmail.com
M: 07985670758

Smoothie Recipe
If you can’t wait till then, we have a recipe for you to try out
at home.
Enjoy!
Purple Passion “Green” Smoothies
Ingredients:
4 cups of black grapes
2 cups of blueberries, fresh, frozen blackberries
2 cups of kale or other greens
2 ribs of celery, chopped
4 ice cubes (substitute with water if using frozen blueberries or blackberries)
Directions:
Blend all of the above ingredients in a high-speed blender
until smooth. Enjoy this smoothie and notice how much
brighter you’ll feel.
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