Report on the
13" ASIF Council Meeting
Held at the Marriott Hotel Tianhe,
Guanghou, China.
11-13 October, 2018
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Wednesday, 10 October, 201A8rrival of delegates

Delegates, observers and guests arridged  WLJX | yS 2 NJ G NJF Ay
and were met by volunteers from the Ankylosing Spondylitis Patient
Association, China Health Promotion Foundation, who escorted them to

the Marriott Hotelon Tianhe Road in Guangzhou.



In the evening a welcome receptiavas held. To allow everyone to get
to know each other, some lively icebreaker games were held. These
NBEIljdzZA NER S@SNE2yS G2 3SiG G2 (1yz2e S

they had been involved with their hom&nkylosing Spondylitis a ! { € 0
organization. The reception was followed by a buffet dinner in the hotel.

DAY 1 Thursday, 11 October

For those who wished to participate, the day started early with tai chi led
by an experienced instructor. The session was suitable for novices and
experienced tai chi practitioners. If you have not tried tai akian
exercise for your AS, you should! mphasises posture, core strength,
stretching and flexibility.

Following breakfast, the first day of the Council Meeting got under way
with the President, Zhivko Yankov, welcoming everyone and the
delegates and observers introducing themselvesterAthis, some



business of the Council Meeting was conducted. This is recorded
separately in the Minutes of the Meeting.

The first speaker of the day was Ricky White, President of the US chatrity
Walk AS One, which runs the annual Walk Your AS Off ever@ Ré Q a
background is in nursing and software development. Ricky was
diagnosed with AS in 2010, which prompted him to become a patient
advocate and voice for awareness of the disease.

Social Media Campaigning and Walls (e

Ricky White U.S.A.President, Walk AS
One, Author, Software Developer, AS
patient.

| Ricky explained that he is covering
these two topics, the first because he is
a community manager for Real Python

= 1 (see www.realpython.con), which has
substantlally grown its social media presence on Facebook and Twitter
and now receives over one million page views per month on its website;
the second because he is a founding member of Walk AS One.

wAOlé alFAR OKFG A0Qa acant@dwitRFRémebookK | {
being the most active social media in the world with 2.2 billion users. You
Tube has 1.9 billion active users, Instagram 1 billion and Twitter 336
million. But to use social media effectively you have to promote your
product or servie, promote brand awareness and promote community.

When you are planning a social media campaign you have to define the
Who, What, Why, Where and When. Who is the targeta&specific as
possible. What is the objective and call to action? Be carefulakenit
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http://www.realpython.com/

only one call to action! What does success look like? Why should people
care and what is the message? Where is it happening, in person or
online? When is it happening? Determine dates, time, place and length
of the campaign.

The plan around a sodimedia campaign should consider what content

IS going to be posted, the frequency of posts (and remember to give,
give, giveand thenask! Or, using a boxing analogy; jab, jab, jab, then

right hook!), whether you have the appropriate imagasd assets, rad

gAtf &2dz dzaS OARS2d LGQa | faz AYLR
progress of the campaign and which tools to use. For example, some
posts can be automated to go out at pseheduled times.

The implementation o social media campaign calls for you to connect
with the target audience on a personal level. Make it abth&m, not

you. Live video is becoming increasingly important, so consider using it.
Also ensure your campaign is mobile friendly. Most people asglk
media on their smart phonesso your campaign needs to have great
mobile user experience and great mobile user interface. Lastly, will you
use paid advertising for your campaign? It can be very effective, but Ricky
advises to educate yourself firabout paying for advertising.

hyOS @&2dz KIS AYLX SYSY(GSR &2dzNJ OF
OFyQli RSGSNXNYAYS AF AG o6l a | adz2O0Sa
use hashtags correctly, use Google Analytics and link shorteners and

0 NI O A yia¥elto cor®side®anyt platform restrictions to trackingd

privacy and privacy settings.

At the end of the campaign, you should evaluate what worked and what
RARYQiU® 2KIG FTSSRoIFIO1l RAR &2dz NBC
success? Ricky gave two exaespbf campaigns that worked very well,

the 2014ALSce Bucket Challengehich created a lot of awareness and

raised $115 million in eight weeks, and tnow Your LemotiBreast
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Health Education campaign, which reached 116 million people around
the world.

Ricky provided some social media resources covering research, tracking,
automation and licencéree images, and concluded this part of his
presentation by saying that in any campaign there are two words to
always remember, Trust and Story (or Na&wme). If you have any
questions  about the  presentatign contact Ricky at
ricky.white@walkasone.org

¢tKS &aSO2yR LI NI 27 wthénjstrQaf walkgsa Sy
One, how it helps the AS communégd its future planswalk AS One is

a registered charity in the U.S.A., founded in late 2015 to further
promote the Walk Your AS Off event that was started by Jennifer Vischer

in 2012, as well as to administer more walks and events that are planned

for the future.

¢CKS YAaairzy aidlaSySyd 2F 2Fr€1 '{
motivates a global community to raise awareness and address the
challenges of everyone affected by Ankylosing Spondylitis and its family
2F NBf I 0§SR RA & StedssSthetusers bfivalk ¥ear IA$ OffA a
(an event that was endorsed by ASIF in 2014). To achieve this, Walk AS
One has a brand new website coming for Walk Your AS Off, which will
allow team captains to message their teakeep proper track of steps
achieved ad be more user friendly. Participants in Walk Your AS Off in
future will be motivated to achieve badges and earn gifts, among other
ideas.

wA Ol @8Qa LINBaSyill (A 2gnd the dpporfulity to2 6 S R
network.
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Workshopsg Session 1

After lunch, four workshops were
held. The attendees were split into
four groups so that each group
PR could rotate through all four

F ) workshops spending about 20
minutes on each topic.

The workshop topics were:
¢ (Facilitators in brackets)

1. Social Media Campaigg (Cassie Shafer, U.S.A.)
2. Raising Awareness among Medical Professions (Andri Phoka,
Cyprus)

3. World AS DayMichael Mallinson, Canada)

4. What can ASIF do to support its members? (Raj Mahapatra, U.K.)
The workshops generated lively discussion and many goaus were
raised. The workshops were an opportunity for all attendees to
participate and make their voice heard on subjects that are important to
ASIF and member organizationEach facilitator was required to
summarize the sessions they led with thraetionableitems that ASIF
can take. The actionable itenase detailed below. A further separate
report will be made available with more of the points from the
workshops.

1. Social Media Campaigning.
- Create basic standards for social media to share migémbers.
- Create key topics for World AS Oiayshare with members.
- Use tools such as Thunderchapcreate awareness of AS.
2. Raising Awareness among Medical Professions.
- Target General Practitioners.
- Target Medical Students.
- Target scientific meetings.
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3. World AS Day.
- ASIF to preolan World AS Day activities and messages with a
clear objective.
- ASIF to camrdinate messages among members for World AS
Day.
- ASIF to share all activities and messaging around World AS Day
with all members and stakeholders.
4. What canASIF do to support its members?
Create a tool kit for members covering best practices.
Share information, news, success stories and lessons learned.
Create Interest Communities to collaborate on webinars,
conferences, etc.

l L B

The workshops wertollowed by a coffee and exercise break.

The European Map of ASEMAS Project.
Prof. Marco Garrido Cumbrera, Health and Territory Research, University
of Seville, SpairAS patient.

The purpose of the EMAS project is to understand the patient
perspectve of living with AXSpA. Phase | of EMAS covered 13 European
countries. Phase Il covers Canada, some Latin American countries and
several Asian countrieslhe EMAS project was originated BYADE
(Coordinadora Espafiola de Asociaciones de Espondiloaythterco
andthe Health and Territory Research grolwmiversity of Sevillgnd is
sponsored globally by Novatrtis.



The results of the EMAS projesre confidential at present. As soon as
they can be distributed, ASIF will let you kn&hat follows below is a
ISYSNItf NBGASE 2F al NDO2Qa LINBaSyill

Marco explained that the objective of tHEMASitiative is to analyse

the situation of people with AXSpA, to create a document that deepens
knowledge of the disease and contributes newonnfiation aimed at
AYLINRPOGAY3I LI GASY(aQ KSFHEGK OFNB |y
undertaken by surveying AXSpA patieafser a literature review and
with the input of European and National steering committees. The
survey itself $ split into different sections such as soeail@mographic
characteristics, employment status and income levels, diagnosis, health
care and treatment, disability and performance, other disorders and
disease. From the survey results a lot of information can be dravah, su
as the number of years from disease onset to diagnosis, mean age at
onset and the physical and psychological impact of AXSpA.

Questions related to BASDAI (Bath Ankylosing Spondylitis Disease
Activity Index) showed that survey respondents had activeadis. They

also reported sleep disorders, anxiety and depressiormGbidities

were common and generally, people with more comorbidities had more
active disease and those with more active disease were more likely to
experience psychological distremsd have more difficulty finding a job.

l E{ LY aevyLlizvya tAYAlLl &adz2NBSé NBaLRy
desirable activities and negatively affects relationships. What patients
fear the most are, pain, loss of mobility and disease progression. What
they hope for are effective treatments to eliminate pain and stop disease
progression.

Conclusions that may be drawn from the survey are that despite
improvements, the delay in diagnosis is still too long; that active disease
limits the quality of life opatients and their professional opportunities,
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and that active disease and psychological distress in diagnosed patients
highlights key areas of opportunity in optimizing their care.

The final conclusion is that @veating solutions among all stakeheld
will improve the quality of life and standard of care fo(SPA patients.

Subsequent to the Council Meeting, Marco and Pedro Plazuelo,
president of CEADE, presented two posters with some results of the
EMAS survey at the American College of Rheumgyoémnual meeting

in Chicago. These posters were Abstract numbers 638 and 1653 dealing
with respectively, diagnostic delay and psychological distress in AxSpa
patients.They can be accessed here:

Abstract 638: https://acrabstracts.org/abstract/diagnostidelayand
associateedfactorsin-axialspondyloarhritis-acrosseuroperesults
from-the-europeanmap-of-axiatspondyloarthritissurvey/

Abstract 1653https://acrabstracts.org/abstract/psychologicdistress
In-patientswith-axialspondyloarthritisin-europeresultsfrom-the-
europeannmap-of-axiatspondyloarthritissurvey/

Results of the origindATLASurvey conducted in Spain, can be found
here:
https://espondiloartritisaxial.org/atlas/img/AtlasEA 2017 -¢5 LO.pdf

C2ff2gAy 3 al NOD2Qa LINBaSyidlriAaAzy (0KS
I {LC aSYoShBa®l wSL}2 NI a

For this Council Meetingall members had been in@t to present
something about their history, work or initiatives in any format they
chose. The presentations proved to be of great interest. It is amazing
what some members aréoing


https://acrabstracts.org/abstract/diagnostic-delay-and-associated-factors-in-axial-spondyloarthritis-across-europe-results-from-the-european-map-of-axial-spondyloarthritis-survey/
https://acrabstracts.org/abstract/diagnostic-delay-and-associated-factors-in-axial-spondyloarthritis-across-europe-results-from-the-european-map-of-axial-spondyloarthritis-survey/
https://acrabstracts.org/abstract/diagnostic-delay-and-associated-factors-in-axial-spondyloarthritis-across-europe-results-from-the-european-map-of-axial-spondyloarthritis-survey/
https://acrabstracts.org/abstract/psychological-distress-in-patients-with-axial-spondyloarthritis-in-europe-results-from-the-european-map-of-axial-spondyloarthritis-survey/
https://acrabstracts.org/abstract/psychological-distress-in-patients-with-axial-spondyloarthritis-in-europe-results-from-the-european-map-of-axial-spondyloarthritis-survey/
https://acrabstracts.org/abstract/psychological-distress-in-patients-with-axial-spondyloarthritis-in-europe-results-from-the-european-map-of-axial-spondyloarthritis-survey/
https://espondiloartritisaxial.org/atlas/img/AtlasEA_2017_v5-C_LQ.pdf

1. Coordinadora Espafola de Asociaciones de Espondiloartritis
(CEADE $ain, presented by Pedro Plazuelo.

CEADE represents 23 associations in
Spain, with 3,500 patients, a far fewer
number than Pedro would like to see.
CEADE has been working with
rheumatologists and others to raise

\ | B awareness of AS. Some projects are
G{LR2YRetAGAA 2A0K Iy ZCH2ININBLEIIZG AFS y1
0 AYLNRGAY3I GKSANI ljdzr t AGe 2F A
of terms for AS and PsA patients.

CEADE has a closed Facebook group with 4,500 patients and
professionals. It offers pedp-peer support plus professionals
respand to queries too, offering evidendeasedsupport.

hiKSN) AYAGALFOGOAGSE AyOf dzRS G 22
screening tool and on You Tube, there is an ATLAS.video

2. Bekhterev Norge, Norwaypresented by Odd Mkelsen.

Bekhterev Norge has 11 Ilocal
member associations and holds a
national congress in April each year.
The most popular activity for patients
IS pool therapy, in pools that are
(@ maintained at 34C. Warm therapy
== pools are under threat of being closed
= down. The grouphas advocated
against this but in one case was unsuccessfidaningpatients
were deprived ofa useful and popular therapy.
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Patients are offered peeio-peer support by telephone and email.
Patientscantravel to the Canary Islands in winterbe in a warmer
climate.This is considered a therapy and, in fagégkhterev Norge
Is cooperatirg with Institutt Igalo toresearch the benefits to AS
patients of a warmer climate.

World AS Day was celebrated by a walk around Oslo. Bekhterev
Norge participates in EULARNdingit a useful resource for the
latest research.

To show just what a Norwegian winter is like and how they exercise
in it, Odd showed photos of both he and Jon Hagfors shovelling
snow off their rooves!

. Schweizerische Vereinigung Morbus Bechterew (SVMB),
Switzerland presented byRené Bram

SVMB is celebrating it®&h anniversary
this year. It has 4,000 members.
offers therapy courses, travel an
events (such as patient seminats
research, legal case managemgdjoin

difficulties) information (includes af=
NB3Idz F NI YFEIFET AYySE
online screening test: '
www.ruggeweh.crand a forum for the exchange of experiences.

LG KFa SESNDAA&S 3INEPdzLJA a $et/oR20K | & |
exercises that can be tailored to individuals depending on their
condition. The user can filter the exercises to find the program best
suited to themselves. SVMB wants to be able to provide Rheumafit

to physiotherapists
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http://www.ruggeweh.ch/

You can find Rheumiafhere: https://rheumafit.ch/ In addition,
{+a. Qa ovBvwhekhieSew.ahdnd is available in German,
and French with part in English.

Following Part 1 of tha SYO SNE Q wSLI2ZNIa G(G§KSNB ¢
before everyone met at a bus at the hotel entrance to be taken to a
welcome dinner at the Dong Fang Hotel.

The dinner wasot only to welcome ASIF delegates, observers and
guests but also to celebrate the 4Danniversary of the Rheumatology

and Immunology Department of the Third Affiliated Hospital, Sun Yat
{SYy 'VYAOGSNEAOES 5N DdzQa K22aLAGI €
evening of Lion Dancing, plus the medical students mmdes at the
hospital put on shows of Spanish dancing and Chinese singing. A choir of
rheumatology patients sung too, while a highlight of the evening was
sand painting telling the story of ASIF. The dinner provided was a
wonderful banquet of Chinese amaical Guangzhou dishes.

DAY 2 Friday, 12 October.

The second day of the Council Meeting also got underway with early
morning tai chi for those who wanted. Others took advantage of the spa
and swimming pool in the hotel.

The first Agenda ite of the day was a presentation given by Bo Jiang

12
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Introduction to AS in China.
Bo Jiang, Chin&ExecutiveVicet NSAA RSy G 2F (KS [/ KA
Societyand China Health Promotion Foundation.

. 20a LINBaSyalaazy aidlFNISR 6AO0K |y
t FGASYlaQ {20ASGés gKAOK gl a TF2dzyF
President of the Society, and two other prominent doctors. We were
shown photographs of the first few meetings of the &dcand told that

the focus of these early meetings was the relationship between doctors

and patients ando seewhat the Society could do to help patients,

LI NI A Odzf F NI & (K24aS oK2 YySSRSR adzNH
of the discussionwas driye 6 & 5 NJ DdzQa ¢AaK G2 &
patients, doctors and researchers combined to help patients. This

AyOftdzRS&a t221Ay3 | FGSNI LI GASYydaQ Y

Seminars are offered by the Society, at which patients learn how to deal
with their chronic dsease and their mental problems. In China, patients
have little knowledge of AS and many are diagnosed late in life after they
have suffered damage from the disease. Dr. Gu and the Society want to
see people with AS diagnosed much earlier so that peopleaidave

the same hip problems that are currently evident.

13



Because so many people have severe, untreated or improperly treated
AS there are many people who need hip surgery to improve their quality
of life. (Dr. Khan later advised that there is more sevAS in China
because of the high prevalence of HRBA7 Subset 4, a subset that causes
more severe diseaseBo showed a video of a patient before and after
surgery. The difference to the patient was astounding. From being very
bent over, he was able noable to stand upright and look straight ahead.
Because of the number of patients requiring hip surgery, the patient
society, vorking withan affiliated charity known as the Chase Health
Promotion Foundation, concentrates on providing hip surgeries, about
50 a year, to patients who need it. Each operation costs about US
$10,000, which means that most patients cannot afford it.

The Foundation alsseeks the best surgeons in order to reduce the risks
of hip surgery. This is important because any errors barm the
reputation of the Foundation, which spends a lot of time in trying to build
up a relationship of trust between patients and doctors. It is because of
this trust that the Foundation does not do back surgery. It is too risky.
Successful hip surges are used to show other patients examples of
how their lives can be improved so that they become comfortable with
the idea of surgery. Bo believes that the best thing for patients is to see
other patients doing well and living well with Afer hip sugery.

Other activities of the Society include putting on seminars to inform
patients, accepting the donation of bicycles (which are given to patients
to help improve their exercise regimes)-aperating with other disease
areas andvorking with Chinese Tradith@al Medicine, which Bo believes

IS effective.

In addressing the challenges the Society faces, Bo advised that although
the Government is supportive of the Society, raising money is an issue
that requires themonetary support of the Government, corporatien

14



and individual® D2 Ay 3 0 Odish id Bee alNkbkelidldefsa
combine their resources to benefit patients, there is a challenge in how
to achieve this and build the necessary relationshig$ere are also
challenges in creating more awarenesg\&, in providing more material,
books, magazines, etc. for patients and in the number of rheumatologists
available to treat patients.

. 20a LINBaSyilalraAarzy sl a F2tt286SR 08
dealt with the effectiveness of Chinese Traditional Medicine and AS. As
Bo said in his presentation, he believes in the effectiveness of Traditional
Medicine. A discussion amongst attezes$ after. 2 €& on this topic

had many feelinghat the effectiveness was in treating symptoms of
pain, fatigue, etc., but nah dealing with the underlying disease. Bo had
inferred in his talk that part of the long delay in diagnosis was because
peope were taking traditional medicine and were thus alleviating
symptoms but without stopping the damage of severe disease.

Another question was why the Society was concentrating on older
patients with late stage AS instead of promoting early diagnosiQ 80
answer was that there is a lack of knowledge of the disease and medical
NBE&a2dzNOSad IINBS &LINBIR dzyS@Syfteo
rheumatologists and they are concentrated in urban areas. While China
has a lot of elderlylate-stage patients who needdfp, the Society is
trying to educate physicians and jpatts about early stages of AS.

15



Member Reportsg Part 2

1. Canadian Spondylitis Association, Canada.
Presented by Gerald Major.

Gerald provided a brief overview of the Canadian Spondylitis
Association including its awarene
support, education and advocacy wor
Most of the presentation was given over 1
a recent comorbidities survey conducted
the Association and presented as a poster :

attracted 406 responses of whom 83%f |
respondents had AS and the balanc

were female. Chronic pain and ment:

=

health issues were reported by over 50% of
respondents and 50 of the AS patients reported having multiple
SpA conditions. The survey showed a direct link between mental
health and increased reportgnof chronic pain, chronic fatigue
and sleep disordex

The bur most commonly reported complications were chronic
LI AYyEI RSLINBaaiAzy | yR dndukeitiSie =
The survey results showed that on average people with SpA live
with four other conditions. In addition to those mentioned,
these include sleep disorders, chronic fatigue, psoriasid
hypertension.

The survey also looked at which condition was diagnosed first,
AS (55% of the time) or a comorbidity (45%), and which health
careprofessional first suggested AS. In about 35% of cases it was
a family physician who first suggested AS, followed by

16



physiotherapists, chiropractors, ophthalmologists and massage
therapists.

Exercise and diet/nutrition were the most followed non

pharmacobgic treatments, but these treatments also included
massage therapy, mindfulness, spirituality and medical
cannabis.

The challenges faced by the Association include awareness,
particularly amongsinon-specialist health care professionals,
the time to diagnosis and rheumatologists bty in referring
their patients to the Association Challenges also come in
fundraising and engaging patients, particularly men and the
younger age demographic.

One initiative the Association has undertakendeveloping

website content on each comorbidity or condition in partnership

with other specific disease organizations, and sharing this
AYTF2NXYEFGA2Y 6AGK NBEFSNNIE Ay F2N

Treat To Targedb W ¢ in AnRywosing Spondylitis

Dr. James Cherghung Wei, TaiwanAttending
Physician and Professor, Chief of the Divisionj§=
Allergy, Immunology and Rheumatology and Direc=%
of the Chinese Medicine Clinical Trial Centre, Ch %&
Shan Medical University

James introducetiimself as a rheumatologist and A=
patient, who has been an author in over 120 scientinc
papers and a principal investigator in 80 clinical triddenes advised that

17



the Taiwan AS Caring Society was founded in 1996 and has 1,000
members who pay a membdmp fee of US $40 p.a. James mentioned
getting other funding is difficult.

WEYS&aQ LINBaSyalraAzy gl a Ay TF2dzNJ LI
1.2 Kéd R2 ¢S YySSR | UGUNBIFIGYSyd 321K
goal in any disease. T2T has been successful in diabetes and
hypertension. R2009 T2T was introduced in Rheumatoid Arthritis

and in 2012 for AS.

22 KFd Aa GKS OGONBFOGYSyd 32Kt K LGQ:
it is hard to define Spondyloarthritis. The primary goal in AS should
be to maximisdongterm healthrelated quality d life in patients
through the relief of symptomsIrhe complexities of dealing with
this question are set out in afi2Tarticle that James cauthored
that can be found here:
https://ard.bmj.com/content/73/1/6.altmetrics
The first aim of T2T in AS should be to achieve an ASDAS (AS Disease
Activity Score) of no more than 2.James points out that there are
two treatment goals in SpA, either remission or alternatively, low
disease activity, espealy for those with long disease duration.

3. How to assess the patient? ASAS (Assessment of Spondyloarthritis
International Society) has an ASAS app that is an ASDAS calculator.
(The ASAS app is available through the App Store or Google Play in
13 language3 ASDAS results need to be interpreted in light of pre
selected cuoffs for disease activity.

James noted there is a longitudinal relationship between ASDAS
and mSASSS (Modified Stoke Ankylosing Spondylitis Spine Score),
which means that over time ASDABd mSASSS show the same
changes in disease activity. In T2T, there is HlecASAS Partial
Remission Criteria to considdrhis is measurable and reflects very
low disease activity, such as the partial remission seen in patients
with early AXSpA who atesated with infliximab.

18
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4. Practical Issued here is a need to target remission or an ASDAS of
less than2.1, with an assessment every three months. Phase 1 of
T2T in SpA means managing the patient in accordance with the
ASAS/EULAR 2016 management recomragods (conventional
therapies of NSAIDs, CQXnhibitorsand csDMARDs (conventional
synthetic disease modifying aftieumatic drugs)Phase 2 means
trying biologics, with a need to still monitor progress every three
months. Phase 3 means trying anothmologics if the first biologic
fails, with an evaluation every three months. James noted that in
some Asian countries biologics are not readily availahiso, that
if the treatment target (BASDAI less than 4 or ASDAD less than 2.1)
IS not achieved in each of the phases, then you move forward to
the next phase. If biologics unfortunately do not work, you have to
look at alternative and experimental theras, such as the
emerging small molecule therapies.

If the T2T process extends beyond 6 months there is adbem
strategythat can be tried. There are three stefseat to target,

taper and monitor.In other words, if with T27@ patient achieves

low disease activity for six months or more, then taping off the
oA2t23A0 Oly 0S3IAYy gKAfAal GKS LI
course, if there is a relapse, T2T has to be implemented again.

In summarizing his presentation about treat to target, James chobat

the doctor and patient should communicate frequently about the
treatment goal. Clinical activity should be assessed tmpnitoring
BASDAI and ASBZr(CGreactive protein (CRMased ASDASevery
three months and the T2T strategy should be used imsedse
management for better outcomedviost importantly, there should be
holistic care of AS, looking after the spine, joints, enthesis, @ttreular
manifestations and targeting the mind and spirit also to ensure a healthy
social life.

FollowingDr2 SA Q& LINBaSydaldAaAz2y GKSNB ¢! a
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Emerging therapies in AS.
Dr. M. Asim Khan, U.S,ARrofessor Emeritus, Case Western Reserve
University, author, AS patient.

Asimstarted by talking about the genetic associatio¥g
and treatment of AS. Most are familiar with the T
molecule, which is the target of anrfiNF biologics
But as their involvement with AS becomes beti SR
understood, other genes and molecules associajslsa
with AS are being targeted, suchlaterleukin 17 (1L F i

It is understood that an excess of-2B leads to enthesitis and
subsequent arthritis including sacroiliitis, osteoproliferation (bony
formation), infammation and bone loss (despite the bony fusion of
osteoproliferation). Where is this excess-B3 produced?t is observed

in the gut of AS patients, where-22 production is regulated by-R3 to
protect gut mucosa(mucous membrane). So, the sualnical gut
inflammation observed in AS patients is characterised by an-over
expression of H23.

The enthesis is the region at the junction between tendon and bone and
has been suggested to be a key target in spondyloarthritic diseases. This
zone is now sha@n to contain a unique population of resident T cells,
which, when activated by 123, can promote pathogenesisrigin and
development of diseaséhat is characteristic ddpondyloarthritisThere

IS more on this in an article by Lories, RJ et al thatlma found here:
https://www.nature.com/articles/nm.2854Thefull article is sibject to

apay wall)

It takes a long time for a new drug to come to market. In the case of
ustekinumab targeting the 49 subunit of 1112 and 123, it was

20
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discovered in 19891 but was approved in the U.S.A. only in 2009. It is
approved for psoriasis and Psoriatic Arthritis but not for AS because it
RA RY Qior AB 2 NJ

AS is characterized by two key pathological figdinnflammation at the
enthesis (the connective tissue between tendons, ligaments and bone)
and new bone formation. Newer treatmenthat act on the enthesis
include secukinumab, which targetslZAand is approved for PsA and
AS andixekinumab, which also targets-1IZA and is approved for PsO
and PsA with approval pending for AS. Bimekizmak, which targ&7AIL
and IL17F, is currently in a Phase 2b study for AS patients.

TNF Inhibitors and 417 drugs have been found to be venfesitive in
treating some patients but not all. It brings up the question of why not
try to combine the two drugs? There is some work being done in this
regard.

Progressive bony fusion is a consequence of AS. This bony fo®en
not slow downwith the use of NSAIDs over five years. But with
secukinumab there is a dramatic slowdown. About 80%tested
patients taking secukinumab showed no radiographic progression of
their disease over two years.

Newer treatments for AS and PsA include +#ological, snall molecule
FASydad ¢2FFOAGAYAD OO0ONIYR VYIYS a-
for psoriasis and which is now undergoing trials for AS and PsA.
I LINBYAE A0 O00NIXYYR YyIFEYS ahaSTtlFeo
approved for PsAUnfortunately, a Phase Il trial for AS did not show
efficacy.Upadacitinibis a JAK1 inhibitor under investigation for PsA.

Asim explained thatwo of severalfactors that influence inflammation
in SpA are the cytokines mail, addressed by the drugs already
discussed, iad an altered microbial compositiotn other words, AS is
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F TFSOGSR o0& GUKS LI GASY(Qa-BTdave YA OI
less microbiome (fewer microbes or bugs!) in their gut than those
without the gene. It is thought that by increasing the micrslethe gut,

AS can be treated. One way of increasing the number of microbes is to

eat probiotics. Unfortunately, a clinical trial and interretabled study

showed no efficacy of probiotics in AS. Prebiotics are another way of
inducing the growth of mi@organisms. There have been no studies of
Prebiotics and AS to date. Antibiotics are also thought to have some
effect on the microbiome. In the case of A& trial of the antibiotic
moxifloxacin in patients did not affect those patie@ESR and CRP.

What does affect CRP rates is smoking. Smokers have elevated CRPs
compared to norsmokers and the incidence of AS (and hypertension)
has been found, in a Norwegian study, to show an association with
smoking. This suggests that smoking should be discouiagethffected
individuals who are at a higher risk for AS, for example those with the
HLAB27 gene or with a family history of AS.

Asim finished his presentation with a review of the SpA landscape,
talking of the associated manifestatioasd comorbiditesof AXSpA such

as uveitis, skin psoriasis and nail changes, gut involvement and lung,
heart and kidney involvement. Some of these exrtcular
manifestations and comorbidities may require a mudigciplinary
approach to AS management. One chart Asimawed was of particular
interest. It showed that the Male to Female patient ratio in Switzerland
had fallen from 2.6:1 in 1980 to 1.1:1 in 2018.

In his concluding remarks, Asim said that SpA is much more common
than previously thought and that SpA formasheterogeneous group.

9 NI & RAIFIYy2aAa A& AYLEZNIFY(d F2N )
and for slowing down their disease progression because of the more
effective treatments available today. Lastly, there isracialneed for
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closer cooperationbetween health care providers to ensure early
referral and diagnosisf AXSpA patients.

5N YKIyQa LINBaSydaladAaAzy O2yO0f dzRSR
lunch break.After lunch, workshops were held as detailed below. The
main action items are also givelvhile four workshops were scheduled,

it was decided not to run one, on ASIF support for its members, because
the topic had been thoroughly covered yesterday.

1. How to encourage rheumatologists and other health professionals
to recommend membership of a patient organization. (Wendy
Gerhart, Canada)

- Build trust and respect with HCPs.

- Networking and attending conferences.

- Approach medical students.

- Patient award forheumatologist and team.
ASIF action: build a toolkit for members.

2. How to engage young people and keep them engaged. (Eva
Naskovg CzectRepublic)
- Use mobile and digital space frequented by young people.
-wlAasS g NBySaa 27F ! { I VR
perception of arthritis.
- Special programs such as Lunch & Learns.
ASIF Action: Create an Interest Community.

3. Building relationships with pharmaceutical companies. (Annie
McPherson, Australia)
- Understand what pharmaceutical companies
can/cannot do
- Undergand what pharma companies will/will not fund.
ASIF Action: Create guidelines for relationships with
pharmaceutical companies.
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The workshops were followed by a presentation:
Shared Decision Making and Personalised Treatmdtart 1
Souzi Makri, Cyprus President of ENFA (European Network of

Fibromyalgia), Past Chair of AGORA, -FPesident CYPLAR (Cyprus
League Against Rheumatism), EUPTI Fellow and author

The presentation started with a short vid
(www.youtube/watch?v=eAaTnGkbpPc about
what shared decision making. iShared decision
makingis a conversation between a physician EY
the patient where the physician provides theg
patient with options egarding his/her treatment S
so that the patient can select which option best f{=s
their own goalsand preferences. Shared decisiq
making occurs at the intersection of three areas i
O2YAARSNI 0A2YY om0 (K==
and preferences, 2KS Of Ay A OA I yQa ste LJS NI A &S
(3) the biological, psychological and sociological context.

There are challenges to shared decision makipgrticularly the
paternalistic view of some physicians but also the fact that patients are
not informed and empowered enough fally participate in the process.

To remedy this AGORA has produced a Quick Reference Card to facilitate
communication between the patient and the health care professional.
The card can be found helgtp://www.agora-pait.com/downloads

The card has a tip for communication: PART, which standdépare,
Ask,Repeat Take Action. Details of each PART are on the card.
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To also assist patients, Souzi spoke about EUATFEIS | y t | G A Sy
Academy on Therapeutic Innovationa)publieprivate partnership with

a key initiative to build competencies and expert capacity amongst
patients. Further to thisin Cyprus a selhanagement program to

inform, educate and empower patientsas been implementedIts
objectives are to provide information on rheumatic diseases, to train
patients in how to deal with everyday challengesommunicae with

health care professionaknd stay active members of society.

The program is run asfive week course with specific topics every week
facilitated by trained trainers.

Turning to Personalized Treatmeatso called Precision Medicirgouzi
advised thait is a medical procedure that divides patients into separate
groups with medical desions and practices tailored to thedividuals in
each group, based on their predicted response or risk of disease.

In concluding, Souzi said that shared decision making is righaf@nts,

that each one of us is unique, and that treatment should bespnalized

to each of us according to our disease state and activity, phenotype and
life style. Additionally, patient organizations should work to educate and

empower patients so they can be equal partners in deciding on their

treatment.

I T SNJ fesentztion hére walad coffee and exercise break.

Shared Decision Making and Personalised Treatment, Part 2.

Souzi MakriCyprusand Andri PhokaCyprus Secretary of ASIF, General
Secretary, CYPLAR, Board Member Cyprus Federation for Disallities
the Cyprus Patients Federation.

Instead of holding the scheduled workshops on Personalizedtment
and Shared Decision making, Souzi was joined by Andri Phoka in three
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patient/physician roleplays to illustrate three different types of
interaction ketween a physician and a patient. After each fplay there

was a discussion of the type of interaction, its pros and cons, the
messages hidden in body language and the outcomes of the interaction.
Souzi and Andri proved to have excellent acting skiliistlaa roleplaying

was a clear message about the types of interaction portrayed.

Following this item of the Agenda, Raj Mahapatra (U.K.) led everyone in
an exercise break.

The last presentation dhe day covered two topics:

The new criteria for Axial and Peripheral Spondyloarthritis plus- co
morbidities.

Dr. M. TuncayDurudz, Turkey Professor Medicine
Head of Rheumatology DivisioMamara University
Medical Schogl Professor, Eastern Mediterranean
University School of Medine, CyprusPresident of
TLAR (Turkish League Against Rheumatism) and
President of ASHAD (Turkish AS Patient Society). ASIF
Trustee and author.
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