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From all of  us                                                                                                             Christmas 2021

Dear Friends

I know that this past year has been unlike any other, and there have been losses, stress and
loneliness. Let me therefore look to a brighter future, and wish you all a happier and healthier
2022. 

Despite all the difficulties the Centre at the Royal Free continued to serve our patients and push
forward essential and innovative research. The family day in 2021 was different, and its virtual
nature allowed many more people to participate and feel connected - a very good thing.

Whatever you are doing this festive season I wish you joy and friendship, and a COVID-free 2022.

Dame Carol Black

Update from the scleroderma clinical service

The past twelve months have been a busy time in the scleroderma clinic.  Most of the clinical staff
were heavily involved in managing the second wave of the coronavirus pandemic in the first few
months of 2021.  Unlike the first wave, there was a major effort to also keep the scleroderma and
other specialised services running.  This required some major adjustments including a move to
predominantly  video  or  telephone  consultations.   Things  are  gradually  moving  back  towards
normal levels of activity in the scleroderma service.  The PITU ward was called into service again
as an ICU for covid patients but is now back to its usual role and we are benefiting from hotel
accommodation in the superb new Pears Building adjacent to the Royal Free main tower block.  

In the clinic we have been fortunate to have excellent new medical staff joining including Dr Anas
Aledan from Kuwait and Dr Julia Spierings from Utrecht in the Netherlands, who specialises in stem
cell transplantation.  Clinical trials in scleroderma are progressing and we are about to start the
first ever trial focusing on limited cutaneous systemic sclerosis (the MINIMISE trial supported by
Versus Arthritis).  Clinical trial facilities are being expanded with a new clinical Research Facility
that is co-located with our specialist outpatient clinics.  

Family Day 2021 was our 25th Anniversary event but was necessarily “virtual”.  We have decided to
continue with a web-based Family Day for 2022 but hope to have an “in person” meeting again for
2023, although if possible we would also like to retain some accessibility on-
line, that allows less mobile or more distant patients and families to join us.  

Wishing you all a very safe and healthy 2022

Professor Chris Denton
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Laboratory and Research News - David Abraham and Korsa Khan

How we have adjusted to the pandemic. Despite many changes over the last  year we have continued
to make very good progress in our research efforts to understand Raynaud’s and Scleroderma. We have also
had to modify the way we work, taking into account health and safety measures and reorganising the
laboratory protocols to comply with Covid.  The research staff have been tremendous during this period and
have adopted new ways of  working remotely, often using this  time to write up experimental  data and
prepared  manuscripts  for  publication  and  develop  poster  and  abstracts  for  meetings,  conference  and
symposia – that are still largely run as ‘on-line’ web-based events. Despite this, research has progressed very
well and there have been some major achievements that we would like to share with you. 

Research achievements. Our achievements and advances in the last 12 months include: Work led by
Vanessa and Markella focussed on looking at disease biomarkers in scleroderma lung diseases and they have
identified some proteins which look very promising candidates that may be useful in assessing changes in
disease. Studies led by Bahja Ahmed Abdi and Richard Stratton have been exploring a specific type of
immune cell, called a macrophage, which seems to be a key player in driving fibrosis and in the laboratory
they have been able to change the behaviour of the macrophage, which might represent a new avenue for
therapy.  Xu Shiwen has been investigating in more detail the fibroblast in scleroderma and how this cell
causes too much scarring and fibrosis. This data is looking very promising and may lead to further studies
examining fibroblast function in new model systems that we are developing. Very exciting work led by Voon
Ong with Claire Beesley and Nina Goldman and Rizgar Mageed at QMUL, have been studying another cell of
the immune system, the B cells, and how these cells are dysregulated in scleroderma. These are important
cells as they produce the autoantibodies that are characteristic of the disease sub-sets. And finally work by
Jeries Abu Hanna, Ping Kang, a new PhD students Ahmad Shuwhi with one of our long-term collaborators in
neuroscience Jan-Willem Taanman are investigating the role of metabolism in different cell types involved in
fibrosis and pulmonary arterial hypertension. These studies have the potential to reveal new avenues for
further research into new therapeutic approaches to scleroderma. Kristina Clark continues her exciting work
that is defining important molecular and cellular mechanisms in scleroderma skin disease.

Research meetings. We have presented our work at several national and international conferences this
year.  These  include  the  American  College  of  Rheumatology  meeting  in  the  US,  the  British  Society  of
Rheumatology  and  the  European  rheumatology  EULAR  Congress.  We  also  held  our 16th  International
workshop on Cardiovascular Biology in London in September as a web-based meeting.

Developments at the Royal Free Hospital. The new Institute of Immunity and Transplantation (IIT) has
recently been opened. This centre is an experimental medicine hub, transferring novel research concepts into
new diagnostic tools and therapeutic interventions for the local and global patient population. The work we
carry out in scleroderma aligns very well to the aims of the institute and we are looking forward to new and
exciting collaborations with the biomedical scientist in the IIT.

Research support. We receive  exceptional  and continued support  from a variety  of  research  funders
including Versus Arthritis, the Raynaud’s and Scleroderma Association and the MRC (UKRI).  In addition we
have also received funding for pilot projects from other biomedical charities including the Rosetrees Trust,
The Royal Free charity and the NIHR BRC. 

New Research Staff. There are several new members of the research team. Divya Jyoti and Kore Odewale
joined at the end of the summer to look at aspects of scleroderma pathogenesis, Ahmad Shuwhi started in
the autumn to study lung disease and Dr Nina Goldman to study the role of B cells in scleroderma. 

Collaborations. We continue to collaborate widely both with academic institutions as well  as industrial
partners. To highlight two collaborations; one is with Professor Bent Deleuran in Denmark. Here Voon Ong is
working with Aarhus University colleagues to study T cells in scleroderma. The other is a collaboration with
Xi’an Jiaotong University, in China, this is led by Xu Shiwen and Feng’e Zhang. In this work the main aims is
to investigate the role of hormones on fibroblast behaviour in scleroderma. 

Our research has continued at a pace and we are all looking forward to further advances. 
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Microvascular Lab Update – Dr Kevin Howell 

With almost half of the year lost to the suspension of the Microvascular service due to the pandemic, we are
now working hard to perform as much nailfold capillaroscopy and thermography as possible. Face-to-face
activity has now restarted in support of the scleroderma clinics, and we are also open again on other days of
the week to deal with the very substantial backlog of referrals for Microvascular assessment from other NHS
Trusts. This currently comprises of around 350 patients on the waiting list.

I  am pleased  that  in  the  new year  we  will  have  increased  capacity  to  tackle  this  challenge with  the
introduction of an extension to the Microvascular service based at the Community Diagnostics Centre at
Finchley Memorial Hospital. Recruitment to the role of Associate Practitioner in Microvascular Diagnostics at
the Finchley site is now under way. This will not change our support of the scleroderma service at the Royal
Free.

It is encouraging to also see that clinical trials are beginning to open once again for patient recruitment: this
is a vital part of the Royal Free’s commitment to researching ever more effective treatments for the disease.
The  Microvascular  lab  will  be  supporting  two  clinical  trials  that  require  the  laboratory  assessment  of
Raynaud’s phenomenon over the 2021/2 winter period.

I wish everyone a happy Christmas, and a healthy and prosperous New Year.

  Clinical Trials News 

As the year comes to an end and we say goodbye to 2021, we continue to see patients in the Institute of
Immunity and Transplantation and this has gone smoothly. This year has been a rollercoaster to say the
least , due to COVID-19, we went from a team of 14+ to 7, with staff redeployed, shielding, stuck overseas,
and unwell with Covid symptoms. We are now back to full strength in our team, and are adapting our clinics
and Protocols to ensure they are Covid-safe. All  our trials are now face-to-face visits.   Throughout the
pandemic,  we have continued to receive positive feedback from the patients.   We have had new staff
members join the team in 2021, including Tiffany Patterson (admin assistant), and Dr Shivani Shah (clinical
research fellow). 

There are a number of on-going and new clinical trials in Scleroderma, the following are just a few :
 Scleroderma Trials:
MINIMISE-Pilot:  An open label study comparing mycophenolate mofetil (immunosuppressant) with no
immunosuppression in adults with limited cutaneous systemic sclerosis. We are looking to see if the time to
developing complications from systemic sclerosis is different between both groups over a maximum period of
96 weeks.  The study visits are aimed to be as frequent as your regular clinic follow-up appointments.
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 to learn
more if you are interested.
IGPRO20: This study is being carried out to see if IgPro20 is tolerated when administered to adult patients
with  systemic  sclerosis  that  have  skin  involvement  extending  beyond  elbows  and  knees.  This  form  of
systemic sclerosis is called diffuse cutaneous systemic sclerosis (dcSSc).  The study will involve 16 weeks of
treatment with IgPro20 (subcut Ig) compared to 16 weeks of treatment with IgPro10 (IVIG). 
MT-7117-G02: This is a Phase 2 study of MT-7117 treatment in subjects with diffuse cutaneous systemic
sclerosis. The study is treatment vs placebo for 52 weeks, and the primary objective will look at the efficacy
of treatment using the ACR CRISS score, along with other secondary objectives including patient reported
outcomes, and lung function results. 

Thank you to all those who continue to volunteer, we appreciate you giving up your time to take part in our
trials. If you are interested in participating or for more information feel free to contact us on  0207 317
7544 or alternatively you can email us on rf.clinicaltrials@nhs.net . 
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 Kim Fligelstone 
My name is Kim & I will have lived with diffuse systemic sclerosis for 34 years in 2022.  If anyone would like
a chat my telephone numbers are listed below, however I'm only working one day a week so please leave .a
message with whoever answers the phone or email me with your contact details, and I'll get back to you
when I can.  I am not trained medically in any way. Contact details below.  

If you're having treatment in Hospital & would like a massage (usually hands or legs), please ask the ward
staff. This is a voluntary service, so a donation is always welcome. 

The 2022 World Scleroderma Congress is once again virtual on the 11 and 12th March, please check out
https://fesca-scleroderma.eu/ nearer the time for registration and programme details.

I hope you have a Happy Christmas and as Healthy & Peaceful New Year as possible.

Take care

Kim
0207 794 0500 Extension 35131/0207 794 0432
kim.fligelstone@nhs.net

  Pamela Yeomans
 
  Scleroderma Family Day - Saturday 21 May 2022
We have decided to hold the 2022 Family Day as a virtual meeting.  It went very well last year, but
we appreciate a lot of people like to attend face-to-face, so we hope to return to an in-person
Family Day in 2023 - hopefully we can hold a hybrid meeting with in-person and virtual participants.
The draft programme below may be updated, which can be found here nearer the time.

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

  Raffle Tickets
We no longer plan to hold a raffle for the Department.  Everyone has been so generous in buying
tickets over the years but it has become more expensive to run and prizes are increasingly difficult
to get.  The Royal Free Charity help us to fundraise for scleroderma and if you would like any help
or advice do call or email me.

Newsletter
We hope you enjoy the Newsletter.  We are considering sending the Newsletter by email in the 
future – if you would like to receive a virtual copy rather than one by post, please let me know your 
email address by emailing my at p.yeomans@nhs.net. Should at any time you wish to stop receiving
this please let me know and I will take your name off the mailing list.   

Pamela     

  Contact Numbers 
         NHS Secretariat                                                      020 3758 2042 x 2
         Norlan Dubissette                                                   0207 794 0500 x 32909
         Scleroderma Nurses Help-line                                   0207 830 2326
         Clinical Trials                                                          020 7317 7544
         Kevin Howell                                                          020 7794 0500 x 22516
         Pulmonary Hypertension Nurses                               020 7472 6354
         Kim Fligelstone                                                       020 7794 0500 x 35131/020 7794 0432
         Millie Williams                                                         020 7794 0432 
         Pamela Yeomans                                                     01273 672686 
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Scleroderma Family Day - Saturday 21 May 2022

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

Chair: Professor Chris Denton 

The Zoom link is below but please check the Royal Free website for final programme and link 

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

DRAFT PROGRAMME 

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

               

   10:30 - 11:00     All about Antibodies                                               Dr Voon Ong and research team

11:00 - 11:30            New Treatments for lung fibrosis                                                  Dr Nina Goldman

11:30 - 12:00       Conference News 
      Latest scleroderma news from scientific conferences                      Prof Chris Denton

12:00 – 14:00           Lunch break 

14:00 - 14:30       Update on autologous fat transfer                                                  Prof Peter Butler 

14:30 – 15:00       Overseas speaker:  Scleroderma and related disorders in Kuwait         Dr Anas Aledan

15:00 - 15:30       Raynaud's phenomenon – assessment and treatment                        Dr John Pauling  

    Zoom Login
    https://us02web.zoom.us/j/85009180931?pwd=VjZCMTJLaXdXWUJEUHFPaytZc1NYQT09
    Passcode: 139389 


