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Dear Friend of SarcoidosisUK,
We have lots of exciting news and projects to update you on this month!
I am very excited to announce the new SarcoidosisUK Patient Council project, a
new Mental Health support section on the website and a new Patient Information
Leaflet.
I hope you are all managing ok with the hot and dry weather – I know this is a real
struggle for many. Please get in touch if you would like some additional support, or
even just for a chat.
Best wishes,
Jack Richardson, SarcoidosisUK Executive Officer

SARCOIDOSISUK PATIENT COUNCIL
Do you want to influence sarcoidosis research and raise awareness?
The SarcoidosisUK Patient Council is a new project which will bring together a
group of trusted sarcoidosis patients and their carers to help SarcoidosisUK inform,
develop and advance a wide range of sarcoidosis research and awareness
projects. Members can be involved in as few or as many projects as they would
like.
As part of the Patient Council you could:
• participate in various types of research
• advise as a member of a focus or steering group
• act as a patient ambassador in interactions with NHS decision makers

FIND OUT MORE ABOUT THE PATIENT COUNCIL AND APPLY

MENTAL HEALTH
Sarcoidosis is a chronic health condition for
around 30% of patients. Mental health
problems are common amongst patients with
chronic health conditions.
SarcoidosisUK have worked with our helpline
nurses to develop information about what
mental health is and how it can affect patients
with chronic health conditions such as
sarcoidosis.
The page also contains many useful tools to
help you help yourself and and tips on where
to look for further support.
Whatever you are going through, it’s
important to consider your mental health.
CLICK HERE TO LOOK AFTER YOUR MENTAL HEALTH

SUPPORT GROUPS ROUND UP

New SarcoidosisUK Support Groups are being planned in the Midlands (Burton)
and Yorkshire (Leeds). If you are in either of these areas and would like to help
organise or attend, please click the link below and fill out the ‘Register your
Interest’ form.
Next set of meetings:
• Cornwall and Devon (CADs) (Roche) ~ 4th August
• Brighton ~ 6th August
• Central London ~ 7th August
• Bristol ~ 21st August
• Hampshire ~ 1st September
• North West (Manchester) ~ 4th September
• Northampton ~ 5th September
• North Kent ~ 10th September

SEE ALL UPCOMING SUPPORT GROUP MEETING DATES AND DETAILS

SARCOIDOSIS AND THE LIVER
Did you know thay up to 70% of
sarcoidosis patients have liver
involvement? However most do not
display symptoms.
Educate yourself with the newest
edition to our Patient Information
Leaflet range - Sarcoidosis and the
Liver leaflet.
This has been written with the kind
help of Dr Deepak Joshi, Consultant
Heptologist at Kings College Hospital,
London.
CLICK HERE TO READ AND DOWNLOAD THE LEAFLET

FUNDRAISING
There are some amazing opportunities to fundraise for SarcoidosisUK coming up
soon. SarcoidosisUK has secured places in 3 top UK half marathons below:

GREAT
NORTH
RUN HALF
MARATHON

UK’s biggest half
marathon.
Entertainment is
provided throughout
the entire run, from
Red Arrows flying
above, to music
provided by Bands on
the Run, and finally
ending in the South
Shields with a
beautiful view of the
North Sea.
Date: 09.09.18
Click here to enter

ROYAL
PARKS
HALF
MARATHON

Explore some of
London’s greatest
greenery! This event
will take you through 4
of the 8 Royal Parks,
travelling through
Hyde Park, Green
Park, St James Park
and Kensington
Gardens.
Date: 14.10.18
Click here to enter

MANCHESTER
HALF
MARATHON

Discover one of
England’s oldest cities.
Experience some of its
historic and famous
buildings, including
The Bridgewater Canal
and The Crossford
Bridge and of course
the Old Trafford
stadium, where the
race begins.
Date: 14.10.18
Click here to enter

Run for Charity
If none of the above events suit then don’t worry! SarcoidosisUK has teamed up
with Run for Charity to offer over 100 different fundraising opportunities across the
UK and abroad.
You can choose from classic events, such as cycles and marathons, or explore
exciting new challenges including sky diving, bungee jumping and obstacle races!
If you are interested in getting involved then we can find an event that perfectly
matches your interests, abilities and location.
Applying is easy and you will be supported throughout the process by us. You will
of course receive a gorgeous SarcoidosisUK running vest to wear on the day so
that you can raise awareness as well as look extremely fashionable!

EXPLORE FUNDRAISING EVENTS

SARCOIDOSIS PATIENT STORY #2:
STAY ACTIVE AND TAKE YOUR
MEDICATION
"My condition started around 4 years ago with my right ear lobe becoming swollen
and purple - nothing was done or recommended. Last year my ear flared up again I
started to get a persistent dry cough. I asked to see a skin specialist who gave me
some steroid cream to reduce the swelling and the purple colour. They then
referred me to a respiratory consultant for the cough.
I have since had CT scans and a biopsy which have shown the lymph nodes in the
lungs are scarred by the condition. I have been put on two inhalers, ‘Fosair’ and
‘Salomol’ which have helped quite a lot, but are not perfect. I am waiting to have
another CT scan to see if my condition is stable. My consultant is avoiding putting
me on steroids as I know this will make me put on weight.
I have always been a very active person but do get fatigued most days with the
sarcoidosis. I gave in to the condition last year for a few months and stopped my
main activity which is cycling but this made me feel more tired! This year I have
cycled nearly every day to work which is 5 miles each way.
My advice would be to not give in to sarcoidosis, stay active and take the
medication - even on the days you feel OK. I was feeling good recently and I
stopped taking my inhalers, and after two days I was coughing all the time again!"
Barbra, Milton Keynes, July 2018
Do you have a Sarcoidosis Patient Story to share? Click here.

Above: Barbra's ear sarcoidosis and on a cycle ride.

SarcoidosisUK relies on your support and donations! Please...

DONATE TO SARCOIDOSISUK
...to show your support and help us find a cure for sarcoidosis!
Please do get in touch anytime you would like to chat, we would love to hear from
you.
Best wishes,
SarcoidosisUK
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