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Dear Friend of SarcoidosisUK,  
 
There is lots of exciting news to share with you this month from SarcoidosisUK HQ! 
 
We have a very exciting announcement about a new online tool designed for
sarcoidosis patients by SarcoidosisUK and King's College Hospital. We think this is
going to revolutionise sarcoidosis patient care - read on and share the news with
your GP or sarcoidosis specialist. 
 
The SarcoidosisUK Nurse Helpline has expanded - support from our nurses is now
available to those who don't want to talk on the phone and prefer online support. 
 
Finally, we have a 20th Anniversary Campaign update - read on to find out how
close we are to reaching our £60k target! 
 
Best wishes, 
Jack Richardson, SarcoidosisUK Executive Officer

NEW PATIENT TOOL - KING'S
SARCOIDOSIS QUESTIONNAIRE

http://mail.mailnews.pl/c/nekxh1wi9g/nxkzb46wqs/
http://mail.mailnews.pl/p/nxkzb46wqs/kjswsvawgd/


Sarcoidosis affects patients very differently, particularly over time. It is therefore
sometimes difficult for consultants to know how sarcoidosis is affecting their
patient’s health and quality of life.  
 
SarcoidosisUK have partnered with Kings College Hospital to put their King's
Sarcoidosis Questionnaire (KSQ) online. This is a quick and easy, self-
administered health questionnaire designed specifically for sarcoidosis patients.  
 
This tool will help track patient health and improve communication with consultants
about treatment and care plans.  
 
SarcoidosisUK recommend every sarcoidosis patient completes the KSQ before
each consultation and takes their results to discuss with their consultant. 
 
Read more about the KSQ and how it was developed here.

TAKE THE KSQ ONLINE NOW

NURSE HELPLINE
The SarcoidosisUK Nurse Helpline has helped support nearly 500 sarcoidosis
patients over the past 2 years. This is a fantastic achievement!  
 
However we know that some people prefer not to talk on the phone - perhaps they
do not want to be overheard or this method of communication is not possible for
them.  
 
We want to make sure the helpline is providing support to as many people as
possible. As a result we are very pleased to announce that the SarcoidosisUK
Nurses are now available on Facebook and on Live Chat via our website!

http://mail.mailnews.pl/c/fk3kqo0lhr/nxkzb46wqs/
http://mail.mailnews.pl/c/o3q75i5acm/nxkzb46wqs/
http://mail.mailnews.pl/c/a05faebrrp/nxkzb46wqs/


Facebook: The SarcoidosisUK
Nurses have a dedicated Facebook
profile which you will notice if you use
the SarcoidosisUK Facebook Group.
The Nurses will help to answer
questions and provide support and
information in the main discussion
page. Please note that the nurses will
not be able to provide support via
instant messenger on Facebook.

Live Chat: At scheduled times during
the week the SarcoidosisUK Nurses
will be available to chat to anyone
needing support via the
SarcoidosisUK website. A live chat
icon will appear in the bottom right-
hand corner of your screen. Guests
are welcome to ask the nurses in
complete confidentiality any questions
about their sarcoidosis. Look out for
the Live Chat on Monday 11-12am
and Wednesday 5-6pm over the next
few weeks.

SARCOIDOSISUK FACEBOOK SARCOIDOSISUK WEBSITE

SUPPORT GROUPS ROUND UP
Our SarcoidosisUK Support groups are really friendly; they meet every 4 or 6
weeks in community centres, libraries and other public spaces across the UK. The
groups are all run by volunteers who have sarcoidosis themselves. Upcoming
meeting dates are below. Everyone is welcome so come along and join us! 
 
September 2018 meetings:  
• Hampshire ~ 1st Sept  
• North West (Manchester) ~ 4th Sept  
• Northampton ~ 5th Sept  
• North Kent ~ 10th Sept  
• Burton-upon-Trent ~ 16th Sept  
• Bristol ~ 18th Sept  
• Brighton ~ 24th Sept 
• London ~ 25th Sept  

SEE ALL UPCOMING SUPPORT GROUP MEETING DATES AND DETAILS

JOIN THE SARCOIDOSISUK PATIENT
COUNCIL

http://mail.mailnews.pl/c/jg85mck3y9/nxkzb46wqs/
http://mail.mailnews.pl/c/ewbubnmket/nxkzb46wqs/
http://mail.mailnews.pl/c/hmkkzrm4up/nxkzb46wqs/


Do you want to influence sarcoidosis research and awareness?  
 
The SarcoidosisUK Patient Council is a new project which brings together trusted
sarcoidosis patients to help SarcoidosisUK inform, develop and advance a wide
range of sarcoidosis research and awareness projects. Council members can be
involved in as few or as many projects as they wish and will be given access to
online training. 

INTERESTED? JOIN THE COUNCIL HERE

20TH ANNIVERSARY CAMPAIGN
UPDATE

To celebrate 20 years of SarcoidosisUK, we have been running a campaign
throughout 2018 to raise £60,000 to fund potentially lifesaving mTOR research.  
 
We are so close to our target! We have raised £48,000 since January thanks to so
many generous donations and fundraising events, including the SarcoidosisUK
National Quiz in April.  
 
Can you help us reach our £60,000 target by next month?! Any donation, big or
small, will help us towards our goal of funding mTOR research.

20TH ANNIVERSARY CAMPAIGN DONATE TO THE CAMPAIGN 
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SARCOIDOSIS PATIENT STORY #3: 
STAY ACTIVE AND TAKE YOUR

MEDICATION
"Hi there!  
 
I'm a 45 year old male New Zealander
who has been living with neuro
sarcoidosis for the past 16 years. My
version of neuro sarcoidosis is one of the
rare varieties, it has attacked my spinal
cord, optic nerves and brain. The
condition has left me 100% blind for the
past 12 years and with poor balance and
with very poor mobility for the past 16
years.  
 
I was 29 years old when the sarcoid
started attacking my optic nerves.
However, it took the doctors a further six
years to diagnose the sarcoid. Within that
time I lost my eye sight and was lying in a
hospital bed paralysed. 

I still work full time, enjoy family life and keeping fit. The fitness work keeps me
sane. I set myself challenges such as a 100km indoor row and eight hours
continuous exercise on the cross trainer and indoor rower. This year’s challenge is
to complete the Auckland Harbour-crossing swim. The message I would like to
provide is to maintain a positive attitude, bury the frustrations and enjoy life to its
fullest. "  
 
Mark, New Zealand, August 2018  

 

Do you have a Sarcoidosis Patient Story to share? Click here. 

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

DONATE TO SARCOIDOSISUK

http://mail.mailnews.pl/c/0vxtzocpq5/nxkzb46wqs/
http://mail.mailnews.pl/c/hl7dibhka9/nxkzb46wqs/


...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

 

FOLLOW SARCOIDOSISUK:

 

 

Please get in touch, anytime, and we will get back to you:  
49 Greek Street, London, W1D 4EG  

020 3389 7221  
info@sarcoidosisuk.org 
www.sarcoidosisuk.org 

 
SarcoidosisUK is a registered charity | Charity Number 1063986 

This and past editions of the SarcoidosisUK Newsletter can be downloaded in pdf format from our website. 
 

We hope you like our newsletters. If you don't, simply unsubscribe.
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