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A support group for Ankylosing Spondylitis Patients

Hi-Tech Foundation, 9™ Floor, Commerce House - 4, 100 Feet Road, Near Shell Petrol Pump,

Prahladnagar, Anmedabad - 380 051, Gujarat, INDIA.
Mobile: +91 990 990 3966 (In any emergency contact here)
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We begin a new chapter.....

I am extremely excited to launch the Surat chapter of
Antardhwani. Our presence in your midst empowers us to
serve you even faster, and better.

Before | share my vision for Antardhwani and Surat, let me
take you on a quick tour of our journey so far. Our vision,
our challenges and most important, the sweet taste of
satisfaction as we witnessed the impact of our endeavors.

Antardhwani was born out of a desire to reach out to
suffering AS patients and give them hope. We were
committed to improve the quality of life of AS patients
through advocacy, education, awareness, networking and
experience sharing interventions. Our vehicle to deliver
hope was the AS support group which brought together
doctors and patients on a common dais.

It is an age-old adage that what cannot be cured must be
endured. But the mantra for us at Antardhwani is, what
cannot be cured must be managed. Lifestyle management
remains pivotal to our interventions at Antardhwani. The
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a support group for

ANKYLOSING
SPONDYLITIS

route, through activities and counseling, blends a
judicious mix of exercises and diet.

Efforts to mitigate patient travails on the financial side had
us tie up with leading pathology labs for discounts on
arthritic tests as well as working out sponsorships and
discounts on medical care and consultations.

The road ahead is long and we have miles to go before we
sleep. We aspire not just to replicate, but scale up the
Ahmedabad activities here at Surat. This calls for all AS
stakeholders - patients, doctors, dieticians, and
physiotherapists to come together and put in a united and
committed fight against Ankylosing Spondylitis. We need
greater experience sharing, greater empathy for fellow
sufferers and a staunch promise that we shall not suffer in
silence.

Cheers!

Pranit Banthia



Antardhwani

Journey

The journey we started with 1 patient,
is now a gigantic support group of
1800+ patients

First and only member of Axial

Spondyloarthritis International
Federation (ASIF)

Antardhwani selected as a finalist for
the category of best CSR activity by
Gujarat Electronics and Software
Industries Association (GESIA).

10000+ patients participated in the
signature campaign, as a collective
voice to include Ankylosing
Spondylitis under Insurance and
various government health benefit
schemes

Patients benefit upto 20%-25% on
Arthritis tests conducted by selected
pathology laboratories:

Tie Up with 4 Labs

- Supratech - Gujarat and Rajasthan
- Green Cross - Gujarat

- Unipath - Gujarat and Rajasthan
150 units of blood collected for

Thalassemia patients through blood
donation drive
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Doctors Details | Rheumatologist in Surat

: Dr. Bankim Desai
Clinic Address :

301 Kashi Plaza, Near Dr Bipin Desai Children Hospital,

Majura Gate, Surat - 395 001.

: Monday to Friday
: 10:00am to 1:00pm | 3:30pm to 6:30pm
1 0261 - 2464670 | +91 80006 66666

: Dr. Alpana Parmar
Clinic Address :

Rheumatology Clinic

207,8 Vishwakarma Arcade, Opposite New Civil Hospital,

Majura Gate, Ring Road, Surat- 395 001.

: Monday to Saturday
: 10:00am to 1:30am | 4:00pm to 6:00pm
1 491 99255 28865

: Dr. Nishil Shah
Clinic Address :

C/o Sparsh Rheumatology & Arthritis Clinic
801, Takshashila Apartment, Majura Gate Cross Road,

Ring Road, Surat - 395 002.

: Monday to Saturday
: 12:00pm to 7:00pm
1 +91 98256 34634 | 0261 - 2462266

: Dr. Romi Shah
Clinic Address :

Ami Rheumatology Clinic

407, SNS Axis Business Space, Beside Mahavir Hospital,

Nanpura, Surat - 395 001.

: Monday to Saturday
: 2:00pm to 8:00pm
1 49193281 73410

. Dr Sheetal Anish Diwaniji
Clinic Address :

205, 3 floor Iconic Building Near Taluka Panchayat, Opp Veena Xerox, Valsad

: Monday to Friday
: 10.30am to 1.00pm | 6.00pm to 7.00pm

Saturday - 10.30am to 01.00pm

. Jeevandeep Hospital, Vapi
: 2" and 4™ Thursday

: 10.30am to 12.00 noon

: Haria Hospital, Vapi

: 2" and 4™ Thursday

: 12.00pm to 1.00pm

1 491 94298 48440
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Patient Stories

Name: Anjali Sharma

Doctors Name: Dr. Sapan Pandya
Years of Prevalence: 18-19 years

Improvement: Able to do routine activities -
eating, talking, walking

From Anjali: | am also having stomach
ulcers as well as endometriosis due to that
hospitalized for 5-6 months. Antardhwani is in
regular touch and motivating me.

Name: Ashok Chaudhary Age-29 Yrs

Name: Pravin Chauhan Age-34Yrs

Doctors Name: Dr. Taral Parikh
Years of AS Prevalence: 7-8 years

Improvement: Able to get up from bed and
do basic activities at home

From Pravin: | am living in Indore
unemployed as unable to get up from bed. |
am married and having 2 children, kidneys
are also damaged due to pain killers. Wife is a
daily wage labourer and meeting the ends.

Name: Magan Tapania Age-52 Yrs AUH: HLL AU
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What are symptoms of Ankylosing
Spondylitis

Ankylosing spondylitis is a type of arthritis
that primarily affects the spine, although
other joints can become involved. It
causes inflammation of the spinal joints
(vertebrae) that can lead to severe, chronic
pain and discomfort.

The signs and symptoms of ankylosing

spondylitis often appear gradually, with

Dr. Bankim Desai .k onset being between 20 and 30 years

of age. Initial symptoms are usually a
chronic dull pain in the lower back or gluteal region
combined with stiffness of the lower back. Individuals
often experience pain and stiffness that awakens them
in the early morning hours.

Which symptoms should prompt earlier diagnosis
of ankylosing spondylitis:

e Age less than 45 years

® Low back pain more than 3 months

e Early morning stiffness more than 45 minutes

As the disease progresses, loss of spinal mobility and
chest expansion, with a limitation of anterior flexion,
lateral flexion, and extension of the lumbar spine, are
seen. Systemic features are common, with weight loss,
fever, or fatigue often present. Pain is often severe at rest
but may improve with physical activity, but
inflammation and pain to varying degrees may recur
regardless of rest and movement.

AS can occur in any part of the spine or the entire spine,
often with pain referred to one or the other buttock or
the back of the thigh from the sacroiliac joint. Arthritis
in the hips and shoulders may also occur.

About 30% of people with AS will also experience
anterior uveitis, causing eye pain, redness, and blurred
vision. This is thought to be due to the association that
both AS and uveitis have with the inheritance of the
HLA-B27 antigen

Answer:

a. Before starting medicines, basic
check-up includes blood count, liver
and kidney tests

- ” b. Inflammatory markers like ESR and
% ‘ CRP are done at baseline and may be
| repeated to monitor disease activity

Dr. Alpana Parmar | & HLAB27- this is a gene test. This test

has a strong association with
spondyloarthritis (however this gene
can be positive rarely without the disorder)

Answer: Not necessarily, MRl / CT Scan is mainly
needed to diagnose an early case of spondyloarthritis as
X-Rays take many years to show the changes of
sacroilitis.

A-QlaiBor uilFseus2u (Ankylosing spondylitis) it
el g 97

QiR ilRas2a (Ankylosing spondylitis) A A4t
Aol 25 USIR B F YU $ARPYA AR 2 B, A5 Al
w1y ikl wHa A8 A5 B9, d 5A3%-U Uikl (Vertebrae)l
ALY $1281 oA 8 3 oHIR, il Ulst 247 248l dRS €IZ)
A3 69,

A-fadifFor zasEau Addl 2 qael agllar R €3
2o 8, -l A3%Ud 20 Al 30 Al azd iu 8. wilds qaznl
A Ald, Ws 2aa deami da W, 2 Ysdl 08 i
Sl 8, alBaxil gelar Yt 2 AUl 2qma 52 © 2
Spinal Crod Lateral A4 ag el a1+ a4 o2udl € .

sl qaeiml Sl iFas2u (Ankylosing
Spondylitis) 12uG [Relt yeauni »uad xd:
oy el el GuR

o Ulsril grunal 3 uR-udl ay

o addl uarR yu [zl ay RBsudl (Antigens)

FH B4 A Al 8 A, 503 Aldslladl 244 endl-l alg-)
viiz, uqadl sdlBuan (Anteriro Flexion), cuxdl anis
(Lateral Flexion) 211 $21329¢%1l [Azdreidl walel 24, ol
HA 6. Ao 8213d, dld wadl As aeflaiR §lu 8. M sdl
avid YL agllau dla $iu 8 uig d wlRs ugltell yadl as o,
U3 GLLARL 2 Rl HURAH A1 sanAana kuqul dla @R
sl as A3 8.

AS 2 5133991 SIS URL Guomi A a3 8, aellar YlaL s
pyal oflon [Rdor uaa oda- wen- s Asidl@us
il il 20d 9., Ry 244 wenHl uitu-l o usl
ag A3 9,

AS 018 @Ml 30% dlsl AAAd] yusRarl ua xg™a 53
8, F-udll Aivini grndl, qren 2= srue gl au 8. 2w
HLA-B27 i 18 AS i1 32 i a1 oisiaq s129)
Slatg Hitusi 2ud 8.

AL
. gl AZ SRl uddl, YaMd dwrdl dldl sl
L], Rirtiai 247 (33-l-u udlael e 6

6, ESR %4 CRP Zdl tifdRi-il Hisd dil-l 2uai v w2
$1HL 2019 8 A A9 Ul uR Budv AvalL w2 3 4
as e

HLA-B27 1 s aduy udlaw 6. a0 udaewi
[Fsal2uRASRu (Spondyloarthritis) A HAvid A3
8 (A 5 U AL AL [@L 102 % S51R1MS €IS A3 ©)

ogaued: o33 el An2uR20S (MRI) / 18 231 (CT Scan) Yoacd
[Fsal2RSRuAL (Spondyloarthritis) Wi lMs [eiq
W2 o3 O sRA 3 AsA- Ui (X-RAYS) AsidSeausRu-
(Sacroiliitis) $25131 Gl & ai @l 9,

NEWS LETTER ANTARDHWANI




Regular check up
Understand the disease
Exercise

Diet

Yoga

Healthy life style
Stress-free life

Dr. Romi Shah
¢ Salt and Sugar
Mutton, Red Meat
Fruits: Chikoo, Mango, Custard Apple (weight gain)
Fruit Juice
Flour, bread, wheat, rice
Potato (a high-fat diet)

Anti inflammatory food

Dry fruits like Pistachio nuts, walnuts
Broccoli

Omega fatty acids

Non-vegetarian - Egg, Fish

Veg: cabbage, cauliflower, onion, eggplant,
spinach, tomatoes, sprouts, ghee, dumplings
Fruits: eat fruits (oranges, peas), apples, pears, bore
Milk, cheese, curd, whey

Soy, Sunday, Market,: bread

Khichdi

Carbohydrate is the main source of fat in our body

There are two main types of carbohydrate -
Simple and complex

Simple: fructose and galactose, milk,
sucrose (maltose), maltose

Any Exercise Excessively involving Waist: (External
Weight After Body)

Extreme stretching

Extra overload (if hip are involved)
Long jump

Skipping

Yoga plays an important part in every type of exercise.
With the help of yoga, mental peace is achieved. Being
relieved of mental stress also provides a great deal of
comfort in the heart.

¢ Pranayama is a very mental peace of mind
¢ "Rajyoga" is a very good practice in Brahmakumari,
for every kind of prayer.
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Dr. Sheetal Anish

Diwaniji

Ankylosing  Spondylitis is a chronic
inflammatory rheumatic disease primarily
affecting the axial skeleton (sacroiliac joints
and spine), but also effects the peripheral
joints, enthses and many extra articular sites
like eyes, heart, lungs and kidney.

Extra articular manifestation of AS

1. Eyes - acute anterior uveitis most
common manifestations of AS. One gets
redness of eyes and dimness of vision. It
could be unilateral or bilateral. If treated
promptly permanent vision loss may be

avoided.

Cardio vascular involvement - aortitis means
inflammation of the walls of aorta, aortic valve
involvement leading to aortic insufficiency. Condition
abnormalities which lead to heart block and
arrhythmias.

Respiratory involvement - patients may have
respiratory difficulty due to limitation of chest
movement due to involvement of costovertebral and
coststernal joints. Patients may also develop interstitial
lung disease.

Renal involvement - secondary renal amyloidosis.

Neurological involvement - spinal canal stenosis and
cauda equine syndrome are seen in patients with
advance AS. Spinal fracture is one of the major
concerns in patients with advance AS. it may occur
following minor trauma.

Gastrointestinal involvement - enteropathy arthritis
associated with chronic inflammatory bowel disease
like ulcerative colitis and crohn’s disease. its symptoms
are pain in abdomen with diarrhoea and blood in
stools.

Skin involvement - psoriatic arthritis is also a member
of sponyloarthritis family. Its manifestations are skin
changes, nail dystrophy and ductility’s (Swelling of
Fingers).
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Dr. Nishil Shah

Ans: As Ankylosing spondylitis often
starts in teenagers or young adults, its
affects their study and high earning
years. The chronic pain can be
frustrating for many in these important
years. The good news is that, in today’s
era, with very good treatment, most
people wit h AS can have a reasonably
good life.

30-50% of AS patients generally do not have very
serious or severe symptoms. They can manage life
with intermittent and inflammatories and exercises
alone. Also, some times you might have a different
arthritis called reactive arthritis and might be labelled
as ankylosing spondylitis. This is actually quite a
common occurrence in a developing country like
India, where most people with arthritis don’t see
rheumatologist (Read below on why the two are often
confused with each other.) The good thing about
reactive arthritis is that it usually subsides in three
months.

In many patients disease can have periods of activity
and inactivity. When their disease flares / becomes
active they have pain and might have to take
necessary medications. In many such patients with
intermittent complaints, disease often goes into
silence between this flare episodes.

In 30-70% of the population the disease can be very
active. Such patients have difficulty managing their
lives smoothly. If such patients don’t take proper
treatment they might have fusion of spine or damage
to hips. So always try to follow your treating
rheumatologist’s advice.

Ans: Treatment of AS depends on your symptoms and
depends on how active / severe your disease is. The
goal of treatment is to silence or decrease symptoms,
especially pain and stiffness, to help you do your
normal activities. This also helps in preventing any
future complications. Unfortunately, there is no
permanent cure for the disease. Don't worry, majority
of the disease can be controlled very well from todays
medications.

Exercise: Exercise is an important part of AS
treatment. It is advisable to take therapy from physical
therapists or physiotherapist to know the best
exercises. Working on your posture is especially
important because AS can lead to stopping posture in
future and exercises help to prevent that.
Surya-namaskar exercise (sun salutation) and
swimming can also be very helpful as exercises.
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Many People may need to take one or more
medicines for Ankylosing spondylitis:

NSAIDS (Non-steroidal, anti-inflammatory drugs) —
This is a large group of medicines which include
Ibuprofen (Sample Brand Name: Brufen) and
Naproxen (Sample Brand Name: Naprosyn),
Indomethacin (Sample Brand Name: Inmecin),
Etoricoxib (Nucoxia, Arcoxia), Celecoxib etc. These
medicines can help in relieving pain. Though, called
pain killers by general population, they are actually
anti-inflammatories. Basically they help reducing
pain, swelling and inflammation in patients with
Ankylosing spondylitis patients. If given in the correct
amount and in the right way, then they can be vary
beneficial.

Other medicines - There are other medicines
(Sulfasalazine - Saaz, Methotrexate - Folitrax),
Biological injections - Infliximab (Sample Brand
Name: Remicade); Adalimumab (Sample Brand
Name: Humira, Exemptia); Etenercept (Sample Brand
Name: Enbrel, Intacept, Etacept), Secukinumab
(Cosentyx, Scapho) which can help in treatment of
symptoms and prevent complications. Your doctor or
nurse will decide which medicines are best for you.

Q3: Can | do something to control my
Ankylosing spondylitis?2 What diet should |
follow if I have AS?

Ans: A patient with AS can take the following
precautions

Stop Smoking - If you smoke and you have AS, it
is more likely to make your disease worse and
more likely to cause respiratory problems.
Quitting smoking can help you control the
disease.

Eat healthy. There is no need for any diet or stop
anything in patients with ankylosing spondylitis.

Exercise - Physiotherapy / Exercise — Follow your
physiotherapist's doctor’s instructions for exercise
and stretching. Stretch regularly at work.

Get Calcium and Vitamin D in the right amount -
it can help to protect your bones from being
weak. Your rheumatologist will help you with
knowing what is the right intake for you.

Get as much information as you can, exact
knowledge about the disease will help you to
avoid wandering from the right treatment. Don't
fall into traps of people claiming to cure your AS,
in some patients AS goes silent on its own. That
doesn’t mean somebody has cured it.

Continue regular follow ups with your
Rheumatologist who is an arthritis specialist.
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ANS: There is no evidence that Ayurveda or
homeopathy has any specific treatment for
Ankylosing spondylitis. Allopathy treatment is AS has
advanced with very good research in last 30 years.

For example: A drug called Humira (adalimumab),
used in Ankylosing spondylitis has been researched
in at least 30,000 patients, approved in more than 90
countries and has been used by at least 10 Lakh (1
million) people worldwide for various problems (For
data see references below). Another drug called
Remicade (infliximab) has been used in more than
26 lakh (2.6 million) patient’s worldwide. This is old
data for just for two drugs used in AS. One cannot
even imagine the recent data available for these &
other drugs.

There has been no specific research in Ayurveda or
homeopathy for AS. Most drugs used in these streams
are age-old drugs without any proven benefit in AS.
Avoid people who claim to give guarantees and cure

the disease, as these people are usually fake.
Ayurvedic medicines with bhasm’s and gold powder

can permanently damage the liver, nerves or kidneys.
Also, many ayurvedic and homeopathy medicines
are unlabeled in India. There is no way for a patient
to know what they contain. Also, if you don't take a
proper proven treatment, it might lead to
complications.

World
Arthritis Day

™ Dctober 2018, Sunday | Time:7:30 am to 10:30 am
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Support group ' arthritis

patients opens today

Times News NeTwork

Vadodara: Antardhwani —
a patient support group for
ankylosing spondylitis (AS)
- is all set to begin its Vado-
darachapter on Sunday. The
chapter will be started in
presenceof experts inthefi-
led of rheumatology - doc-
tors Namisha Patel, Hi-
manshu Pathak, Pradip
Prajapati, Ripal Shah, Che-
tan Chauhan and Jeet Patal.

The support group is ai-
med to bring patients, doc-
tors, physiotherapists, yoga
trainer and dieticians to
gather details about com-

mon ailments related to the
disease and also in turn aid
patients, share new fin-
dings, research and new me-
dicines in this field.

AS iz a condition where
all or some of the joints and
bones of the spine fuse to-
gether It often causes in-
flammation inthe backbone
or in severe cases can even
affect heart or eyes. AS has
been classified as a rare di-
sease as eight outof 10,000
persons sufferfrom it. Itisa
lifelong ailment but regular
exercise and medical aid

‘can provide relief to the pa-

tients, experts said.
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