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 Dear Friends
Wishing you all a very happy Christmas and a Joyous New Year.  

Professor Abraham and Professor Denton have kept me updated on the activities of the unit and research 
developments.  My most recent piece of news is that I have become Chair of the British Library, which is a
wonderful organisation, and I am enjoying it very much.  I look forward to seeing you at the next Family
Day.

Professor Dame Carol Black

   Scleroderma Clinical Service Update – Professor Chris Denton
This has been another busy year for the clinical scleroderma service.  We are seeing more patients than ever
and working with other centres across the country via the UK Scleroderma Study Group to advance clinical care
and research.  We have also worked within the UKSSG to develop strong links with partners such as SRUK and
the newly re-named Versus Arthritis (formerly Arthritis Research UK) charities.  Within the hospital we are now
working as part of a larger group of institutions with the Royal Free Hospital at its centre but including Barnet,
Chase  Farm and the  North  Middlesex  Hospitals.   This  is  giving  many new challenges  but  also  offers  the
opportunity for more standardised treatments and learning best approaches across the different sites.  At the
Royal Free you may have seen the enormous construction effort that will accommodate the new Pears Research
Building.  This is a partnership development between the Trust, UCL and Royal Free Charity that will house an
expansion  of  the  Institute  of  Immunity  and  Transplantation  (IIT).   This  recognises  the  importance  of
scleroderma and other immune mediated disease both to the research effort and clinical work in the institution.
We already deliver our clinical care and trials from within the IIT and hope that this new expansion will lead to
other major opportunities, especially to strengthen the immunological aspects of our research.

We have had several new staff members join in the clinical team and others have moved on in their careers.
Visitors from Germany, Portugal and Turkey have joined over the past 12 months and we have also new clinical
fellows working in the clinic and in trials.  Not surprisingly we are somewhat apprehensive about the impact of
Brexit as we have really benefited from the strong European Union links and free movement of research and
clinical staff over the past few years and hope that these opportunities will continue over the next few years.

One area that continues to flourish is clinical trials in scleroderma.  This is the lifeblood of progress for patients
and represents the exciting culmination of years of work behind the scenes developing ideas and undertaking
early stage clinical and laboratory research.  We are proud of the work that our trials team does and all the
clinical staff to recruit patients and of course we are entirely dependent on the generosity of our patients in
volunteering to participate.  Several scleroderma studies have recently completed with results showing potential
benefit for patients but there is still a long way to go towards “approved licensed drugs” for scleroderma.  One
challenge is that even when trials show encouraging results this may only be relevant to a minority of patients.
Other large clinical trials will report results over the next few months and the outcomes are eagerly awaited.  

We are continuing to develop our clinical collaboration with other specialities including plastic surgery, thoracic
medicine, dermatology and gastroenterology as part of our development strategy for scleroderma and have
important links with our transplantation haematologists to offer stem cell transplantations to appropriate patients
with severe scleroderma. We are also working hard to better understand the challenging problems of calcinosis
and severe gut involvement, both have previously been somewhat neglected.

Overall, our progress in delivering integrated care for scleroderma is certainly continuing and we are benefiting
from the opportunities and infrastructure that the Royal Free Hospital, UCL and associated institutions provide.  
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  Biomedical Research at the Royal Free Hospital – David Abraham and colleagues
  
Introduction: It has been a busy year in the research laboratory with a great deal of on-going research into
Scleroderma and Raynaud’s.   Several  projects  have been successful  and our work has been presented and
conferences and symposia and we have published our studies in high-impact scientific journals.  We have also
been fortunate to have had a number of  grant  applications funded.  This  support  underpins  are biomedical
research endeavours.
 
Laboratory Research:  Our research into Raynaud’s and scleroderma continues to flourish, broaden and move
into new and productive areas of exploration.  Many of these research projects are collaborative. They areas
encompass studying models to investigate scleroderma pulmonary disease including arterial hypertension and
lung fibrosis. We are also focussing on skin disease (led by Dr Xu Shiwen) and the role of progenitor cells and
their interaction with the epidermis, and the changes in small and large blood vessels which are characteristic
features of  Raynaud’s and scleroderma.  In particular,  we have been performing studies to understand the
detailed role of endothelial cell progenitors in scleroderma and their role in calcinosis (led by Dr Angela Tam).  An
exciting area we are exploring is the genetics of scleroderma and we have forged links with geneticists and bio-
informatics  experts  (Dr  Dan  Kelberman)  in  this  area  at  GosGENE  (led  by  Dr  Markella  Ponticos).   These
approaches will allow us to discover new genes that defined the risk in scleroderma. Another area of study we
have specifically turned our attention too is the immune system (And these collaborative studies led by Dr Voon
at the Royal Free Hospital include QMUL (Dr Rizgar Mageed), King’s College (Dr Shahram Kordashi) and the
National Institutes of Health (Prof Claudia Kemper), and are beginning to reveal exciting result where we are
discovering new immune cells type that are involved in scleroderma and which may represent important disease
markers and targets. Along with these studies, Dr Richard Stratton has been leading his group in the study of
‘immune-regulators’ in scleroderma and the role of cytokines, growth factors in controlling fibrosis and the role of
metabolism (with Dr Jan-Willem Taanman in UCL neuroscience) in the scarring process. All these studies form
part of our translational biology programme, where we are moving as rapidly as possible from basic science
research into applied studies, and our close collaborations with Pharma are important as we move even closer
towards these clinical trials.

Conferences and Symposia:  Our research and collaborative efforts  within the UK and internationally  are
flourishing. And some of our work has been presented at meetings during the 2018 calendar with presentations
at the American College of Rheumatology, American Thoracic Society, British Society for Rheumatology, the World
Scleroderma Congress in Bordeaux, The National Pulmonary Hypertension forum and EULAR in the Netherlands.
We have also  presented our  work  more locally  and again  this  year  we ran a  very  successful  international
cardiovascular  biology  and  medicine  workshop  held  at  the  Royal  College  of  Physicians,  and  the  London
Rheumatology research meetings.

Research Staff and visitors:  A number of new staff have recently joined the group: Vanessa Acquaah and
Vashaali  Yogendran  two  new BHF  PhD students,  as  well  as  several  scientist  researching  for  their  masters
including Nada Mohamed-Ali, and we are about to receive a visiting scientist from Xi’an Jiaotong University China
to spend a year in the laboratory studying stem cells.  Iasmim Sampaio has also joined the group to work with
Korsa Khan and Bahja Ahmed Abdi are looking at biomarkers in scleroderma and developing new assays to
assess scarring in scleroderma. Dr Xu Shiwen has recently been made an Adjunct Professor of Xi’an University in
China. Finally we had a number of important visitors to the research laboratory this year one to highlight was a
visit by Professor Thomas Krieg from Cologne University. Prof Krieg is one of the leading dermatologists in the
world and has a keen interest in scleroderma. We were delighted to host his visit and discuss collaborative
research. 

Research Funding and support: We have been successful with a number of research grants recently. We have
been awarded grants from Scleroderma and Raynaud’s UK (one of our main funders),  the Royal Free Charity,
the NIHR/Biomedical Research Centre (UCL), the Rosetrees trust,  Versus Arthritis (formerly Arthritis Research
UK),   and  the  Dermatrust.  This  portfolio  of  funding  supports  our  overall  biomedical  research  studies  into
Raynaud’s and scleroderma as well as investigating novel approaches to treatment.
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  Microvascular Diagnostics – Dr Kevin Howell 
At this time of year, the glorious weather of summer 2018 seems rather a long way off. So I thought I would
share a photo with you of some scientists out in the sunshine back in July!

This photo was taken at the National Physical
Laboratory in Teddington, at XIV Congress of
the  European  Association  of  Thermology
(EAT). I am the current President of the EAT,
and I was chair of the organising committee
for  the  Congress.  Eighty-seven  delegates
attended  over  4  days,  from  a  total  of  20
countries,  and  presented  40  papers  on
temperature  measurement  and  thermal
imaging  in  medicine.  The  prize  for  best
presentation  went  to  Arne  Johan  Norheim
from  Norway,  for  a  talk  all  about  using
thermal  imaging  to  detect  Raynaud’s
phenomenon in Norwegian army conscripts.
It was really good to see a piece of research
into  Raynaud’s  presented  in  such  an
engaging way.

Also at the Congress was my colleague from the University of Birmingham, Dilan Dabare. We currently jointly hold
a small grant from the Institute of Physics and Engineering in Medicine to allow Dilan to use thermal imaging to
study the temperature of kidneys during transplantation. At NPL, Dilan presented his work so far, which suggests
that temperature may be an effective predictor of which kidneys may go on to work well after transplantation,
and which may not.

The Congress, and our support of Dilan, are just two examples of how the Royal Free continues to remain at the
forefront of microvascular research!

Wishing you all a Merry Christmas and a Happy New Year.        

Kevin

  Scleroderma Specialist Nurses update 
The scleroderma nurses remain busy supporting the outpatient clinics, PITU, inpatient wards and our outreach
clinics where possible. During this time of year PITU is at capacity with Iloprost and other infusions to help
through the colder months!

We continue to have good attendance for our patient support group. This year, speakers have included an update
on  what  clinical  trials  are  running  at  the  moment  and  we  were  delighted  to  welcome  a  member  of  the
Scleroderma & Raynaud’s UK patient charity too who updated us on what they have been busy doing. This is a
quarterly event held at The Royal Free; if you would like to attend do get in touch for more details.

Thank you to those of you who continue to help with our research and audit commitments by spending time
filling out questionnaires and feedback forms, it is very much appreciated.

Just a reminder – if you have queries regarding appointments, Echo and Lung functions tests please contact our
coordinator Norlan on: 020 3758 2042 option 4 and she will be able to help you.

For clinical or medication queries call us directly on 020 7830 2326.

We hope you have a relaxing Christmas and a peaceful new year.   

Louise and Joseph
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  Clinical Trials News 
As always, it’s been another busy year for the clinical trials team. Over the past year, we have welcomed new
members to our team; Dr Edward Davies, Dr Maria Mirza, Ishraat, and Karim.  Over the last year, we have been
collecting feedback from our trial patients to determine which areas of our service are good or need improving.
We are pleased to report the care/service provided by our team was deemed ‘excellent’ and we aim to maintain
this high level of service. 

We have a number of new studies which include: 
Resolve: To  evaluate  the  efficacy  lenabasum compared  to  placebo  in  the  treatment  of  diffuse  cutaneous
systemic sclerosis. Lenabasum is considered a unique treatment due to its ability to target the specific signalling
system that is involved in inflammation without suppressing the immune system as a whole. 
Predss: Determine the efficacy of moderate dose prednisolone, compared with placebo treatment, in reducing
pain and disability, and improving skin score (reducing skin thickening) in patients with early diffuse cutaneous
systemic sclerosis (dcSSc). 
We are still recruiting for Spin and Strike studies which are simple and any scleroderma patient can take part in: 
Spin:  The purpose of  this  study is  to  provide better  patient-centred care  to  individuals  living  with  chronic
diseases. We are halfway through our recruitment and have positive feedback from the patients that this study is
needed as a platform for them to express the daily functioning issues faced living with scleroderma.
Strike: This study focusses on the disease progression of patients diagnosed with Scleroderma. The aim is to
collect data to enable us to better predict who will be likely to undergo disease progression in the future.

Thank you to all those who continue to volunteer - we appreciate you giving up your precious time to take part in
our  trials  as  we  know it  is  a  huge  commitment.  If  you  are  interested  in  participating  or  would  like  more
information,  feel  free  to  contact  us  on  0207  317  7544  or  alternatively  you  can  email  us  on
rf.clinicaltrials@nhs.net

  Kim Fligelstone
Hello, my name is Kim, I have had systemic scleroderma for 31 years and am generally available on Tuesday and
Wednesdays if anyone would like to phone or pop in for a chat, it’s best to call or email beforehand (see details
below) as these days can change. I must emphasise I am not a counsellor, I just have lots of experience of living
with scleroderma, although as you are probably aware we are all affected by scleroderma in different ways, I
would love to hear from you if you want to talk.

If your ever on the ward and would like a gentle massage please let your nurse know and they will contact
complimentary therapy, this is a voluntary service and donations are very welcome.  If any younger Royal Free
people with Scleroderma want to be in touch with others please get in touch.  You may well want to be in
contact using other methods rather than face to face, that’s ok too.

The next Royal Free Raynaud’s & scleroderma local group meeting will be on Friday the 5th April from 2pm to
4pm. Dr Ned Davies gave us a really interesting talk about current and future clinical trials during the October
meeting. For the next one we hope to have resident Royal Free expert Gastroenterologist Dr Murray.

The Royal Free Support Hub offers support and information including Welfare and benefits advice, Talks and
workshops and Activities to people affected by long-term health conditions.  For all enquiries or to make an
appointment Tel: 0207 7794 0500 ext 39963 Email:  rf.royalfreesupporthub@nhs.net  .  If you use this service
please let me know how you get on.

Contact details: 020 7794 0500 ext. 35131 or 0207 794 0432. You can email me at kim.fligelstone@nhs.net or
kim@mediasolutions.co.uk  .  Leave a message with Millie if I’m not around and I’ll get back to you
asap.  

Have a lovely Christmas and a Healthy and Peaceful New Year.     
  
   Lots of Love Kim
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  Scleroderma Family Day - Saturday 18 May 2019

The 2018 Family Day had very good feedback and we hope to see some of you again at the 2019 one.   The
provisional programme is on the back page of this Newsletter. It is held in The Atrium on the Ground floor at The
Royal Free.  Tea and coffee is provided before the meeting starts and at lunchtime.  For those who are unable to
attend, we try to put as many of the talks as possible on the Royal Free website after the event .

Raffle Tickets
Please find enclosed a book of raffle tickets.  Money raised from the raffle is enormously helpful to the unit and we
often buy pieces of much needed laboratory equipment.  If you do not wish to buy raffle tickets please just discard
them, you do not need to return unused books.

Fundraising
We have received many generations donations throughout this year – from running a half-marathon, gifts 'in memory
of' and specific events like the White Collar Boxing match, which raised literally thousands of pounds for the Unit.
Thanks also to Nikki and Sarah for their ongoing fundraising.  We are very grateful to receive such generous donations
- all money raised is used to further our research into scleroderma at The Royal Free.

Newsletter
We hope you enjoy our Newsletter but if you would prefer not to receive it please let
me know and I will take you off the list. 

If you have any questions about any of the above please do contact me at         

   

Pamela 
01273 672686
p.yeomans@nhs.net      

Contact Numbers 

   NHS Secretariat                                                         0203 758 2042 x 2
   Norlan Dubissette [Scleroderma Co-ordinator]               0203 758 2042 x 4
   Scleroderma Nurses Help-line                                     0203 758 2042 x 5
   Clinical Trials                                                             020 7317 7544
   Kevin Howell                                                             020 7794 0500 x 22516
   Pulmonary Hypertension Nurses                                  020 7472 6354
   Kim Fligelstone                                                          020 7794 0500 ext 39963 
   Millie Williams                                                            020 7794 0432 
   Pamela Yeomans                                                        01273 672686 [Monday x 33471]
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Scleroderma Family Day - Saturday 18th May 2018

The Atrium, Royal Free Hospital, Pond Street, London NW3 2QG 

Chair: Professor Chris Denton 

PROVISIONAL PROGRAMME 

09:30 – 10:00             Registration and Coffee

10:00 – 10:20              Welcome                                                Dame Carol Black
                      Profs Chris Denton & David Abraham

               

10:20 - 10:45              New Emerging Therapies – the road ahead                 Prof Chris Denton
                                                             
                                                                                                                                   
 
10:45 – 11:10      The gut in scleroderma                           Dr Charles Murray  

11:10 – 11:35      Physiotherapy approaches to chronic disease                              Becky Portwood 

11:35– 12:00              The bladder and urinary tract                                                        Mr Vibhash Mishra     

12:00 – 14:15      Lunch break – see below

14:15 - 14:45              Pregnancy concerns in scleroderma                            Dr Oseme Etomi 

14:45 - 15:30              International Speaker              TBC 

                    
15:30              Raffle

Lunchtime Discussions Groups /Demonstrations include 
Clinical Trials                                                                                                            Rachel Ochiel and team
National Institute of Health Research                          Christine Menzies
Drug information/monitoring                                                                                                           Jay Pang      
Massage                                                                                         Mr Keith Hunt, Complementary Therapies      
Pulmonary Hypertension Education/nursing                                                       Sally Reddecliffe/Adele Dawson
Rheumatology Laboratory                                                                                       Research Laboratory Staff 
Scleroderma Education/Nursing                                                                           Louise Parker/Joseph Cainap
Thermography                                                                                                                     Dr Kevin Howell
Sjögren's Syndrome   British Sjögren's Syndrome Assoc 


