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From all of  us                                                                                                             Christmas 2022

Dear Friends

This year has flown by, but it was made very special by the International Scleroderma Research Workshop
in Boston in July. This was a wonderful event with researchers from all round the world presenting their
latest discoveries. Our understanding of the disease is ever increasing, and although it takes time for such
discoveries to reach the patient, we should be optimistic.

Christmas and the New Year are times for reflection, meeting family and
friends, and times I hope of happiness and good cheer.

  Warm season's greetings

Dame Carol Black

Update from the scleroderma clinical service

The past year has been extremely challenging for the NHS and or specialist Scleroderma Service at the Royal
Free and I am delighted with how all of the clinical, research and support staff have really risen to the many
challenges.  As the hospital gets back to a more “normal” work pattern after the difficult early waves of the
covid pandemic it was possible to re-establish our day case service and clinics that had been limited through
most of 2021.  We are now running hybrid clinics with some patients being seen virtually via video (or
telephone) and in some cases this has been very successful.  It is important to be aware of the limitations of
telemedicine but it also feels like an appropriate resource for some of our distant patients that also have the
support of excellent local specialists.  We have had staff changes in the team with Dr Alice Cole, Dr Philip
Yee and Dr Rory Maclean returning to clinical training after their time in scleroderma research.  We hope that
both will maintain their links with the department as their research projects are still ongoing.  We have
excellent new members of the team including Dr Medha Kanitkar, Dr Tahlil Eldaw and Dr Elen Roblin who you
may meet during your visits to clinic and PITU.  We continue top host excellent visiting doctors who are
learning about scleroderma.   

Our research has continued to influence the field though scientific papers and presentations at conferences
including the in person British Society for Rheumatology Conference, the International Scleroderma Research
Workshop in Boston USA and the forthcoming American College of Rheumatology meeting where most of
our work will be presented “virtually”.  

I am delighted that there continues to be greater interest in clinical trials in scleroderma and especially
highlight MINIMISE, the first trial dedicated to the commoner limited cutaneous form of systemic sclerosis.
This trial is being conducted across the UK, led by our trials team at Royal Free and will formally test the
benefit of mycophenolate mofetil in limited scleroderma.  

There are some practical changes to our service planned for 2022 including moving the clinics out of current
space to a refurbished clinic 8 that will have greater focus on rare diseases and we look forward to seeing
you at the 2023 Family Day or in the clinic over the next few months.

Professor Chris Denton
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Laboratory and Research News - David Abraham and Korsa Khan
  2022 a year of change and challenges.

There have been many changes to our  working lives  and over  the last  year,  including hybrid  working,  many
research conferences remaining on-line and the knock-on effect of the pandemic exacerbating the ever-rising cost
of  biomedical  research. Yet,  despite these challenges,  we have continued to make very good progress in  our
research  studies,  aimed  at  understanding  and  treating  Raynaud’s  and  Scleroderma.  Our  research  staff  have
performed tremendously during this period and worked with vigour and determination, and our research studies
have progressed very well, with some major advances that we are delighted to share with you. 
The last 12 months in the laboratory.
Work led by Kristina Clark has advanced our understanding of how scleroderma autoantibodies can be used to
assess distinct disease sub-sets and the underlying molecular basis of the clinical diversity. Studies led by Vanessa
Acquaah have continued to  focus on disease biomarkers  in  the pulmonary complications of  scleroderma lung
diseases, which have identified a key molecule that might be useful to detect changes in disease activity and
different sub-sets. Dr Voon Ong has continued to develop a research group with the objective of in depth studies
into the B cell changes in scleroderma and the underlying processes that are responsible for the autoantibody
production in scleroderma. This work, led by Voon, with both Claire Beesely and Nina Goldman working hard in the
laboratory to unravel B cell sub-sets, single B cells and their function in different disease settings and treatment
regimes and is part a long-term collaboration with colleagues in East London and Queen Mary University. Studies
led by Professor Richard Stratton and Bahja Ahmed Abdi and have been exploring the role of  a cell  called a
macrophage in scleroderma, which seems to be a key player in driving fibrosis. Richard and Bahja have been able
to show that they can alter the behaviour of the macrophage, which might represent a new avenue for therapy. Xu
Shiwen has been investigating in more detail the fibroblast metabolism in scleroderma and how this cell causes too
much scarring and fibrosis. This data was very exciting and part of one of our long-term collaboration with Dr Jan-
Willem Taanman in neuroscience and has led to a recent important publication. These studies have the potential to
reveal new avenues for further research into new therapeutic approaches to scleroderma using metabolic inhibitors.
Collaborative research. 
We collaborate with several groups in the UK and around the world, with both academic institutions as well as
industrial partners (Canada, USA, Europe and China). To highlight just a few collaborations; one is with Professor
Bent Deleuran in Denmark, where Voon Ong and his group are investigating the role of T cells in scleroderma.
Another is a collaboration with Prof Michael Zeisberg in Germany, this is led by Xu Shiwen and this work aims is to
investigate the role of fibroblast behaviour in fibrosis and scleroderma. The third is an exciting collaboration led by
Kristina Clark with Prof Chis Buckley on Oxford exploring fibroblast heterogeneity in scleroderma. Our international
research work continues at a pace and we are all looking forward to further advances
Research meetings. 
Much of our work has been presented at national and international meetings. These include the American College
of Rheumatology meeting in the US, the British Society of Rheumatology and the European rheumatology EULAR
Congress.  Summer  was  a  particularly  exciting  time  as  we  co-hosted  our  17th  International  Workshop  on
Scleroderma Research in Boston USA in July. This was the first scleroderma meeting we have held Face-2-Face for
three years, and it was a great success attracting over 200 attendees from around the world.  Many of the Royal
Free  staff  either  chaired  research  sessions  or  presented their  work  at  the  workshop.  We also  held  our  17th
International workshop on Cardiovascular Biology in London in September. 
Research support. 
In the current climate it is difficult to secure research funding but we managed to attract support from various
research funders including Versus Arthritis, and the Welcome Trust. In addition we have also received funding for
pilot projects from other biomedical charities including the Rosetrees Trust. Our group (especially Prof Stratton) has
also been very successful in obtaining significant research funding for collaborative studies into scleroderma from
industry sources and pharma.   
New Research Staff and staff news. 
Kannan Zestranjyan and Apisha Nantheesvaran joined the group at the end of the summer from Brunel University
to learn laboratory techniques and study different aspects of scleroderma disease pathogenesis. Dr Xue Li joined
the group from Xi’an Jiaotong University, in China to work with Dr Xu Shiwen on a novel project studying the role of
neurotransmitter in fibroblast behaviour and function. I  am also delighted to let  you know that our colleague
Richard Stratton has been promoted to Professor of Rheumatology at UCL. 
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  Clinical Trials News 
It  is  the end of  the  year  again,  and we keep going strong in  Clinical  Trials,  with  trials  finishing  and others
beginning. We have seen some of our team members leaving and some new members starting. We are still Covid-
19 vigilant to ensure safety for patients and ourselves.  

The following members joined our team this year, Myriam Aissa (Clinical Research Coordinator), Kimberly Morlese
(Admin Assistant), Marcus Anderson-Nichols (Admin Assistant), Rahi Jahan (Senior Research Manager), Dr Tahlil
Eldaw (Clinical Research Fellow) and Dr Medha Kanitkar (Clinical Research Fellow).

Thank you to all who continue to volunteer in taking part in our studies, we appreciate you giving up your time to
participate. We have now finished the following studies, Gesytna, IGPRO 20 and Nintedanib.

Good News! Nintedanib has now been approved to be used in worsening Scleroderma Interstitial Lung
Disease (SSc ILD).  So now patients with worsening SSc ILD needing more treatment can be prescribed this
treatment according to the doctors’ assessments.
We have ongoing and new Scleroderma studies we are recruiting patients on, these include:

Minimise- Pilot: An open label study comparing mycophenolate mofetil (immunosuppressant usually prescribed
for  patients  with  diffuse scleroderma)  with  no immunosuppression in  adults  with  limited cutaneous systemic
sclerosis. We are looking to see if the time to developing complications from scleroderma is different between both
groups (treatment and control group) over a maximum period of 96 weeks. The study visits are as your regular
clinic  follow-up appointments,  however  most  can be  done remotely  over  the  telephone.  If  you have  limited
cutaneous systemic sclerosis, with its onset within 7 years and are not currently taking any immunosuppressants
(e.g. methotrexate, mycophenolate) - please contact the clinical trials team we are looking for more patients for
the study.
SPIN (Scleroderma Patient-centred Intervention Network)-  This is an international observational study
(no treatment is given) that began in 2018 and still ongoing, its aim is to develop tests and study results which are
turned into self- management programmes for patients with scleroderma across the world. So far, the researchers
have published more than 4 papers from the gathered data, and they produced one toolkit called SPIN-Hand, its
free therefore you can access it on https://www.spinsclero.com/en/toolkits. There are more toolkits on the way to
help self-manage scleroderma. The study is recruiting all patients with scleroderma who have access to internet
and have an email address. Once you have been recruited onto the study, you will be asked to complete some
online questionnaires every 3 months. You may also be asked to test some programmes before they go out into
the public.
Beyond DETECT- Is another observational study which is aimed at all patients with scleroderma and overlapping
conditions where scleroderma is  also diagnosed. This  study involves us collecting information on scleroderma
patients  who  have  lung  function,  ECHO and  ECG performed  within  6  months  before  patient  screening.  The
information we collect will help us to identify patients who are at high risk of developing pulmonary hypertension. 
PASTUL- This is an observational study focused on us gaining more insight on the impact of skin involvement on
health-related quality of life in scleroderma patients. Patients recruited on the study are taught to perform their
own skin score and answer some questionnaires.
Horizon- The study is comparing investigational medication and placebo for patients with diffuse scleroderma to
assess the effectiveness of the medication. This study is recruiting patients that have been diagnosed with diffuse
scleroderma within 3years.  It  will  involve 1 year of  taking study treatment (tablets  HZN-825 in two different
dosages) against placebo. 
SATISS- This  study is  looking for  patients  who are about  to start  treatment such as sildenafil.  Patients  are
recruited onto the study before they start the treatment. Patients will have cold challenge in the laboratory and will
also  be  taught  how to  do  the  cold  challenge  test  at  home.  The  study  includes  all  patients  diagnosed  with
Scleroderma and Raynaud’s Phenomenon experiencing at least 5 attacks per week.

If you are interested in participating in any of the studies mentioned above, please do not hesitate to contact us on
0207 317 7544 or alternatively you can email us on  rf.clinicaltrials@nhs.net. We appreciate your volunteering,
thank you. Have a wonderful festive season.

  Clinical Trials Team
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Microvascular Lab Update – Dr Kevin Howell 

This year has seen the Microvascular service dealing with unprecedented numbers of referrals as
diagnostic testing opens up fully after the effects of the COVID pandemic. We have adopted new
ways of working and expanded to meet this demand.

Part of our service is now based at the new Community Diagnostic Centre at Finchley Memorial
Hospital. Two new Microvascular Practitioners, Joanna Cole and Akbar Irampaye, have joined the
team in a role shared with the Royal Free’s Respiratory Physiology service. They now run a clinic on
Fridays at Finchley where we can perform nailfold capillaroscopy and hand thermography. Their
contribution has been vital  to  reducing waiting times over the summer,  and I  look forward to
working with them over the coming winter when demand will inevitably spike again!

I remain based at the Microvascular Lab at the Royal Free, concentrating on providing our tests
within the scleroderma and dermatology connective tissue clinics, and overseeing all reporting.
Research activity is also returning. Over the coming winter, the lab will be supporting the SATISS
study, a multi-centre UK project investigating the reliability of thermography for the assessment of
hand circulation in patients treated with a vasodilator. For the first time, this will involve our study
subjects making simple thermographic measurements with a small thermal camera in their own
homes.

 Merry Christmas and a Happy New Year from the Institute!

   Scleroderma Specialist Nurses Update – Marta Sobrado, CNS Rheumatology

Firstly,  let me introduce myself.  My name is Marta, and I am a Clinical Nurse Specialist in the
Rheumatology department for the last year. I am an experienced nurse with a background in critical
care and vascular access, in fact some of you may know me from inserting midlines for your iloprost
infusions. 

I have taken over Joseph and Teena, who unfortunately left the team at the beginning of August. I
will myself leave the team beginning of December 2022 and in more staff should join the team in
January 2023. 

I  had  a  few  ideas  that  unfortunately  I  will  not  have  opportunity  to
discuss  with  you  all,  but  I  am sure  the  new staff  will  continue  any
improvements that you may feel necessary.  Wishing you all a very safe
and healthy 2023 

 Kind regards

 Marta
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Kim Fligelstone 
   Hello,

It’s now an unbelievable 35 years since I was diagnosed with scleroderma/systemic sclerosis! I’m  generally
available on Wednesdays for phone calls, I must emphasize I am not a counselor, just 35 years of experience
of living with the disease, although as you are probably aware we are all affected in different ways, I would
love to hear from you if you want to talk. Call on the numbers below or email me, I often check my emails
when I’m not at work if you let me know your contact details, I can call you back.

Recently I attended a local podiatry service and was told that it’s much more difficult to access podiatry these
days, but he did mention two criteria that could well impact/help people with scleroderma and secondary
Raynaud’s to access the service. Risk of Ulcers and being treated with immune suppression.

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 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.  They are closed for lunch between 12.30 and 13.30

We are still not able to meet at the Royal Free for a local group meeting but as soon as it’s possible will let
you know.  I occasionally email the local /email group with relevant information, like up-and-coming webinars
relating to Raynaud’s and scleroderma that I’m aware off if you would like to receive this let me know.

Have a lovely festive season and I hope the weather is kind to us all !!!!
With best wishes, Kim
Contact details: I usually work on Wednesday’s
0207 794 0500 ext 34065 or 0207 794 0432 (answer phone checked weekly)
kim.fligelstone@nhs.net

  Pamela Yeomans
  Scleroderma Family Day - Saturday 20 May 2023
We have now moved to virtual only Family Days.  It went very well last year, but we appreciate many people
like to attend face-to-face, so we may be able to hold a hybrid meeting at some point in the future. The draft
programme is below – please see Royal Free website nearer the time for the final programme and the Zoom
link.

  https://www.royalfree.nhs.uk/services/services-a-z/scleroderma/scleroderma-family-day/ .

Newsletter
We hope you enjoy the Newsletter.  We will email the Newsletter to as many people as possible, if you would 
like to receive it via email instead of by post in future, please email Kim at kim.fligelstone@nhs.net. If you 
would like to stop receiving them do let Kim me know, so that we can take your name off the mailing list.   

Fundraising
We have received many generations donations throughout this year – from running a half-marathon, gifts 'in 
memory of'.  Thank you all for your 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.

Finally, I wanted to let you all know that I will be retiring at the end of March.  
I came to the Royal Free with Dame Carol Black to set help up the scleroderma
Unit in 1989 and it has been a great pleasure to work with everyone over the
years.  I have also enjoyed meeting so many patients over the years. 

Have a very good 2023
Pamela 
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Scleroderma Family Day - Saturday 20 May 2023

Zoom Virtual Meeting, Royal Free Hospital, Pond Street, London NW3 2QG 

Chair: Professor Chris Denton 

The final programme and Zoom link will be available on the Royal Free website nearer the time 

https://www.royalfree.nhs.uk/services/services-a-z/scleroderma/scleroderma-family-day/ 

DRAFT PROGRAMME 

10:00 – 10:30              Welcome  & Introduction                                             Dame Carol Black
                      Profs Chris Denton & David Abraham

               

10:30 - 11:00              Tackling a hard problem – calcinosis                                       Dr Voon Ong    
                                                                                                                                   
 

11:00 – 11:30      Getting to the heart of scleroderma – new imaging approaches               Dr D Knight
                                                                                                                

11:30 – 12:00      Childhood onset scleroderma                  Clare Pain

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

14:00 - 14:30      Current and future clinical trials in systemic sclerosis                    Dr Chris Denton

14:30 – 15:00            Progress with PASTUL – an update from Utrecht                  Dr Julia Spierings

15:00 - 15:30             Challenges in scleroderma – a North American perspective            Dr Tracy Frech 


