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Could you help MDS UK?
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The MDS UK Patient Support Group is now a
Charitable Incorporated Organisation (CIO).
In common with many smaller charities, it
is managed by a small but knowledgeable
and dedicated team of paid staff and
volunteers. However, without the support
of more volunteers across the country, we
simply cannot do all the vital work needed
to keep our charity fulfilling its aims of
informing and supporting people affected
by MDS.

As an MDS patient/
relative/caregiver

there are many ways in which you could
help MDS UK fulfil these aims! Here are
just a few examples:
e Talk to friends and family about MDS
and ask them to spread the word
about our charity

Encourage friends and family to
consider becoming a stem cell donor
through organisations such as Anthony
Nolan and DKMS

Encourage friends and family to donate
blood, as this is vital to the

quality of life of many people

with MDS

When you visit your hospital MDS clinic
or GP surgery, check whether our
posters are on display and, if not, ask
the MDS UK office to send out copies
displaying the name of the Local
Patient Support Ambassador if there is
one. Otherwise, if you are comfortable
doing so, ask to have your own contact
details displayed. (The MDS UK office
can provide you with a poster
template)

When opportunity allows, talk to
haematology staff at your local
hospital, as well as your GP and
practice nurses, about MDS and MDS
UK. Offer to provide copies of our
range of printed publications
(available from the MDS UK office)

e Where possible and appropriate, talk
to other MDS patients in your area
and offer them printed information
about MDS UK, and publicise our
local group and national meetings

e Encourage friends and family to
fundraise for MDS UK by:

v buying goods online through
Give as You Live

v taking part in sponsored
sporting or other fundraising
events

v holding a fundraising event -
however small - all donations
are welcome
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Contact us at:

MDS UK Patient Support Group

King’s College Hospital, Haematology,

Bessemer Wing, London SE5 9RS

Tel: 020 7733 7558

Email: info@mdspatientsupport.org.uk
Admin1@mdspatientsupport.org.uk

Website: www.mdspatientsupport.org.uk

Charity No 1145214



MDS Ambassador

As an MDS Ambassador you could help
us take our aims forward to the next level!

We would like to recruit a team of MDS
Ambassadors who will help promote and
co-ordinate the work of MDS UK in their
local area. An Ambassador could be
somebody who has MDS, or a friend or
family member of somebody with MDS.

The ways in which Ambassadors could help
are varied and we would expect people to
do only as much as they can. Here are just
a few examples of possible MDS
Ambassador roles:

MDS Patient Engagement
Ambassador
e Help with proofreading MDS UK
information materials
e Help with proofreading and
commenting on patient information
for clinical trials
e Be prepared to train to speak or give
written input as an expert patient
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MDS Local Patient Support
Ambassador

e Publicise regional MDS UK support
group meetings and national forums,
and encourage people with MDS and
their families to attend.

e Operate a local “Buddy” system with
group coffee get-togethers, e-mail
groups or 1-1 phone/face-to-face
chats.

e (o-ordinate local meetings. If you
feel this is something you would like
to do, there is support and guidance
on this.
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MDS Local Awareness Ambassador

e Respond to MDS posts on Facebook,
Twitter and Instagram, or the MDS
Forum on the MDS UK website.

e Write to your MP and tell them about
MDS and how it affects you,
highlighting any issues you have
experienced in accessing treatment
and care.

e (Contact local media outlets with
information on MDS at key times such
as MDS World Awareness Day and
Blood Cancer Awareness Month.
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MDS Local Fundraising

Ambassador

e Assist the MDS Fundraising &
Communications Officer with
supporting and motivating local
fundraisers.

And, last but not least:

Apply to become a member of the
MDS UK CIO to help plan our future
strategy!
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Please contact Chris Dugmore, Volunteer
Support Co-ordinator, if you are interested
in becoming an MDS Ambassador or would
like to talk about other ways in which you
could help MDS UK.

essexgroup@mdspatientsupport.org.uk




