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An update on Parkinson's Disease 2016
A session for People with Parkinson's and Caregivers
By Shraddha Kinger

On the 20th of February 2016, the Parkinson's Disease and Movement Disorder Society (PDMDS) had the pleasure
of hosting renowned neurologists Prof. (Dr.) Tim Anderson from New Zealand and Prof. (Dr.) Bastiaan Bloem from
The Metherlands, as a part of Neurclogy Foundations' International Neurology Update Conference and the
International Parkinson's and Movement Disorder Society's (IPDMS) Ambassador Programme. The programme
was held in collaboration with the PDMDS and the Salvation Medical Centre, Our Lady of Salvation Church, Mumbai.
Owver 250 People with Parkinson's (PwP) and caregiver members of the PDMDS from its 16 support groups across
Mumbai attended the programme. The programme focused on two important topics which are pondered upon
frequently - New treatments in Parkinson's disease and The non-pharmacological treatment of Parkinson's disease.
The day commenced with PwP members of the PDMDS Dadar support centre welcoming the dignitaries warmly with
a prayer dance, incorporated from our Dance and Movement Therapy Sessions, The welcome was very graciously
received by the guests, after which they were felicitated.

Dr. Tim Anderson first addressed the audience with ‘New Treatments in Parkinson's Disease’ and elaborated on the
caution PwPs and caregivers must exercise when news of a new therapy or drug treatment arises. He discussed
briefly varied treatments involving stem-cell therapy and deep brain stimulation among others, but emphasized that
all these treatments must not be tried, as the population they are tried on are in no way analogous to ours in terms of
samplesize.

Dr. Bastiaan Bloem explained the importance of ‘Participatory Healthcare’ in his talk concerning non-
pharmacological treatment of Parkinson's disease. Dr. Bloem spoke of a growing need for the relationship between a
doctor and patient to transform from one of an unequal status to that of a team, where the doctor and patient work
together towards better health. He asserted that patients are very creative, and know exactly what compensatory
mechanisms work for them — with examples of patients with Parkinson's cycling, using laser shoes and creating art in
away that helped their movement.

The audience most appreciated the live translation of this infarmation into Hindi language, by Neurolgists Dr. Wadia
(Jaslok Hospital, Mumbai) and Dr. Sankhla (P D. Hinduja Hospital, Mumbai), so that none would lose out on
significant information due to language constraints

Continued on Pg. 4...
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The contents of Movement aims to provide the maximum possible facts and information on
Parkinsons. This involves some areas of personal judgement, their publication
does not mean that the PDMDS necessarily endorses them.
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EDITORIAL

Dear Friends,

On behalf of the
great pleasure to

The entire leam
engaged in nu
and help improve
ones. This issue of the ne J'Brtar&!‘tsmptsmgwa
important happenings.

Encliosed within is a comprehensive
addressed by world renowned neurolc
Zealand and Prof. Bastiaan Bloem from the

and interactions of the experts rmpress'ed one anr.f i

A unique event in which PD patients interacted
communities was facilitated by the PDMDS in Novembe
how kind and sensitive both the children as well as our patients were in dealing with each
other. Do read all the delails in this issue.

It gives us great pleasure fo inform you that the Parkinson's Society of Nashik was officially
registered in December 2015. To commemorate it, Nashik organized its first Unity walk to
raise awareness aboul Parkinson's. Over 300 people parlicipated along with prominent
public figures and it received a very good media coverage. Verna has given a graphic
account in this newsletter.

As in previous years, the PDMDS panticipated in the Standard Chartered Mumbai Marathon in
January 2016. The distinctive head-gear and other props and banners made the PDMDS
conspicuous in the eyes of the public and featured in several newspapers including the Times
of India. Kudos to the team and all the volunteers.

On 24th February 20186, the PDMDS organized a fundraising event “Together We Move Better:
Shiamak Live”. We are truly grateful to the inimitable and divinely talented Shiamak Davar and
his dance troupe for putting up this dazzling show far us. Our very own people with Parkinson's
also paricipated and received the maximum applause. You can find the details of this
spectacular show in this issue.

As we are all aware, people with Parkinson's are often faced with emotional issues like anxiety,
depression, fear and lack of self confidence, which can adversely impact their quality of life. In
this issue, we provide the particulars of counseling services, should you desire to avail of
them.

As in previous editions where we have experis giving tips and advice on common problems
facing PD people, in this issue we have Dr Yasmin Davar writing about the all- important issue
of diet and Dr. Preeti Doshi discussing pain issues in Parkinson's Disease. | am sure you will
find the articles interesting and useful.

Our dedicated team has been actively involved in community based rehabilitation projects at
Dharawvi, Wasind and other economically and socially compromised regions. Do read about all
the selfless work being done at these places. Several other awareness events have also been
reported in this issue.

Besides Mumbai, the PODMDS has helped in establishing new centres and support groups in
different regions of the country. Gufaral, in particular, has witnessed the growth of several
centres in different towns. Please read about the Gujarat storyin this newslefter,

I do hope you enjoy reading all that we have compiled. Please do give us your feedback. | wish
you all peace and happiness.

- Dr. Jimmy Lalkaka




This was followed by an extremely helpful, interactive
Q and A session, where PwPs and caregivers had the
opportunity to put forth their queries. Several
guestions were asked, examples of which included
how to manage off-period symptoms, the difference
between Progressive Supranuclear Palsy (PSP) and
Parkinson's Disease, and questions related to
dopamine levels. The dignitaries patiently and

cogently tended to the queries, and were very explicit
intheir interaction with the PwPs and caregivers.

Finally, some more PwP members of the PDMDS
performed a dance showcasing their own Power, to
conclude the programme. It was a very fitting end to a
day which was patient-centric and encouraged PwPs
and caregivers to realize and utilize their power!




World Volunteering Day with Students
from the LightHouse Project

By Shraddha Kinger

PDMDS had the pleasure of collaborating with The
Lighthouse Project on the occasion of World
Volunteering Day. The Lighthouse Project is a not-for-
profit in Mumbai that connects working professionals
and college students with children from under
resourced communities, through one-on-one
mentoring in a safe environment. The collaboration
was an interesting one, as the objective was to have the
students become aware of Parkinson's and also to
sensitize them to the changes that occur with the
disease. It was a learning experience for our people
with Parkinson's as well, who had a great time
interacting with and understanding the children better.

On the 21st of Novermnber, 15 children aged 12-14
joined our people with Parkinson's at our Support
Group session in Byculla. A session was organized to
foster inter-generational interaction and sensitivity
between both the students and our people with
Parkinson's. The students were briefed about
Parkinson's disease, after which they had several
interesting questions that were answered. The session
began with a discussion on "Kindness- An Essential
Aspect of Volunteering”, through a video. On pairing
each student with a person with Parkinson's, both
individuals in the pair asked each other some inter-
generational questions, These included discussing the
barriers and advantages of being their age, their
hobbies and their hardships. The children then
performed some physiotherapy exercises along with
our people with Parkinson's to understand why
exercise plays such an integral part in the life of a
person with Parkinson's and to live the experience
personally.

It was a moving experience to see how patient and
sensitive both the kids as well as our people with
Parkinson's were in their interactions with each other.
The children shared towards the end that the
experience was a novel and interesting one, and that
they had learned a great deal about Parkinson's in the
process. It was a unigue experience for our people with
Parkinson's as well, as the session ended with both the
students and people with Parkinson's writing a

message for each other.




UNITY WALK IN NASHIK

By Verna Quadras

2015 has been a milestone year for PDMDS Nashik. Parkinson's Society Nashik (PSN) was officially registered on
the 4th of December 2015. MNashik now has four support groups and will be starting its fifth soon. With the gentle
persuasion of one our patients, Mr Kamdar from Mumbai, Nashik dared to have its first Unity walk to raise awareness
about Parkinson's on the 5th December 2015.

We had over 300 people taking these first steps with us,
patients, educational institutions, Hospitals, doctors,
and Senior citizens groups.

The media involved were Radio Mirchi, Lokmat Times
and the Times of India. The walk was flagged off at City
Center Mall, the biggest shopping area in Nashik by the
Senior Police Inspector of Gangapur Police Station Mr
Kale, the Assistant Commissioner of Police and head of
the Gangapur Police Department . They all joined us for
the walk and even felicitated our people with
Parkinson's with roses and supportive words. A patient
who faltered at the start was put on a wheel chair and
thus completed the walk.

A fleet of vehicles followed with patients, police cars and a fully equipped cardiac ambulance with a doctor on board.
Flyers were distributed at the mall and along the entire route.

At Thakker's Dome the walk concluded with speeches by the ACP, Police Department, and MNeurologist Dr Rahul
Baviskar. The co-ordinator, Ms. Verna gave the vote of thanks. The mood was super charged with positivity.

Itwas truly a great experience for PDMDS Nashik




TOGETHER WE MOVE BETTER — SHIAMAK LIVE

“The Rhythm of the
Body,

The Movement of the
Soul,

Let Dance be the Poetry
of Stories Untold”

Shiamak Davar and the Shiamak Davar Dance Company presented us, the Parkinson's Disease and Movement
Disorder Society the opportunity to tell our story through the artistry of movement and rhythm.

On the 24th of February 2016, “Together We Move Better: Shiamak Live” a fundraising event was organized by us.
Shiamak Davar and his dance troupe dazzled the audience of 1200 with their musical dance performances to the
jhatkas of Bollywood and to the beats of English numbers. Moreover, our very own people with Parkinson's brought
the audience to their feet with a heartrending dance performance proving that nothing is impossible when we all
move together towards a cause.

Mr. Shiamak Davar, your kind heart and compassion opened a new door for us with a fundraising and awareness
event of this enormity.

This event enabled us to raise awareness about Parkinson's disease and the activities of the society. PDMDS is
thankful to all those who attended the show and helped make it a grand success. We are also in gratitude to the
following sponsors and donors whose generosity towards this cause facilitated us to extend our services to our
beneficiaries.

-

+ Mr. Cyrus Poonawala (Serum Institute of India Ltd.)

« Mrs. Bina Shah & Mr. Harish Shah (Harish & Bina Shah
Foundation) i

Mr. Deepak Parekh (HDFC Bank)

Mrs. Vijaylaxmi Poddar (Balakrishna Industries)
. * Mr. Anand Mahindra (Mahindra & Mahindra)

« Mr. Pawan Jain of INOX Air Products Co. for extending ' * SunPharmaceuticals Laboratories Ltd.

their support to sponsor our activities through their CSR Intas Pharmaceticals Ltd.
programme, y
« Our patron Mr. M. B. Parekh and the Parekhs of the Pidilite Industries-your support and ever present sentiment and

passion for the cause of Parkinson's is one of the key reasons we continue to forge ahead in our mission. We feel
the blessings of Mr. B. K. Parekh upon us through you all.

*

#

E Y

We are humbled that the support extended by each of you will help us continue our endeavour of providing care and
rehabilitation, and subsequently a better quality of life to people with Parkinson's and their caregivers.

Thank you, for together, we do move better!

-I




1. Mr. Sanjay Agarwal
2. The Quopn Company Pvi. Ltd.

We thank the following individuals and companies for making our participation in the Standard Chartered Mumbai
Marathon 2016 a success:

6. Blossom Industries Ltd.
7. Subhash Runwal Education Foundation

3. Sunpharma Laboratories Ltd. ; 8. Anusuya Air and Sea CLG Agency

4, Rubber Publications Bombay Pvt. Ltd.
5. Balkrishna Industries Ltd.

cn““ SEIIing By Bijal Thakker

At PDMDS, we strive to provide a holistic experience to each and
every person with Parkinson's (PwP). We have their complete well
being in our minds. Each PwP that comes in, faces his/her set of
challenges, along with fighting Parkinson's, which is a common
link between all of them.

Over the years we have observed that they have common
concerns associated with anxiety, depression, lack of confidence,
low motivation, why me? etc. That is where individual counselling
comesin.

Through individual counselling we are hoping to help patients
accept themselves and their situation, be more positive
individuals who can learn to deal with their challenges and adapt
to the situations and build on their self confidence.

9. Mr Pratik Prakash Pawar

For Appointments, please call
99872 16057
98212 79697

Timings:

Dadar Centre:
Mondays and Fridays
10.00 a.m. to 1:00 p.m.

Borivali Centre:

Wednesdays
10.00 a.m. to 1:00 p.m.




‘TREATMENT & REHABILITATION

Nutrition in Parkinson's Disease :

by Yasmin Davar, (BHsc in Nutrition and F. G. Diploma in Dietetics)

Most of us know that Parkinson's disease is a
neurological disorder that affects our body movement.
The disease progresses slowly and gradually the
guality of life is affected. The rate of progression
generally varies from person to person and is very
individualized. As is the case with most diseases,
medication is prescribed to control the progression of
the disease.

Mutrition is particularly important in Parkinson's
disease for many reasons: the disorder itself slows
transition through the gut affecting absorption of the
medications and nutrients. These patients may also
have other medical problems or diseases that puts
them at a greater risk of malnutrition. Poor nutrition can
worsen other conditions like diabetes and
hypertension which in turn can worsen function in
Parkinson's. In addition, good nutrition promotes
overall brain health and may have some protective
benefits.

Diet and Medication: : Our Indian diet consists of
carbohydrates, proteins and fats. Taken on a
percentage basis, 60 — 65 % of the calories in our diet
should be provided from carbohydrates, 12 - 15 %
from proteins and 25 to 30% from fats. The
recommended daily allowance of proteins for an Indian
adult male is 60 g and for an Indian adult female is 50 g
(or 1g/ kg ldeal body weight).

Patients who are just beginning to take Levodopa are
often asked to take it with food to decrease the nausea
that sometimes results. Later on, as the disease
progresses, many patients note that their levodopa
does not work as well when taken at or near meal times.
This could be so because proteins and levodopa
compete for intestinal absorption and transport across
the blood brain barrier thus reducing the effectiveness
of L dopa. Hence redistributing the intake of proteins in
the diet helps to increase the absorption of the drug.

Understanding Our Food: Proteins are present in
non-vegetarian foods like egg, chicken, fish and meat.

.

Vegetarian sources of proteins include milk and milk
products like paneer, cheese and all pulses and dals
(e.g. chole, rajhma, moong, tuvar). Even
carbohydrates (e.g. rice, jowhar, wheat, bread, pohe)
contain a small amount of protein. Rice has a lower
protein content than wheat and the only foods which
do not contain any proteins are sago, arrowroot

What to Eat ? - From the above it is clear that fruits and
vegetables may be taken and rice is preferred over
chapattis. Hence one may take chapattis made from
rice flour along with a vegetable, steamed or boiled rice
or a vegetable pulav. Alternatively, sago khichdi
(sabudana khichdi) can also be taken with minimum
addition of peanuts. All the root vegetables like
potatoes, sweet potato & raw banana are high in starch
and contain negligible amounts of protein.

Since all non vegetarian foods are high in protein, the
guantum or portion size needs to be reduced and
taken along with rice, bread or pasta. Mince cutlets
may be made with a small quantity of mince and a
larger quantity of potatoes. Likewise chicken or fish
may be taken in a very small quantity with a generous
helping of sautéed vegetables.

Antioxidants and Parkinson's : Besides redistributing
the intake of proteins at the time of medication, patients
are also advised to increase the intake of antioxidants.
Antioxidants are substances that prevent oxidative
damage. Oxidative damage is thought to be part of the
mechanism of ageing and cell death in some
neurodegenerative disorders. Research studies have
suggested that a diet rich in antioxidants may help in
preventing some of this damage.

Anti oxidants include vitamins such as vitamin A, C, E
and substances such as lycopene and polyphenols.
Vitamin A is found in vegetarian foods as Beta carotene
which is converted to Vitamin Ain the body. Itis present
in yellow orange fruits and vegetables like papaya, red
pumpkin, leafy vegetables like spinach, fenugreek and
carrots.
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Vitamin C on the other hand is present in guavas,
strawberries and citrus fruits like oranges, sweetlime,
lime and capsicum. Vitamin E can be obtained from
nuts, grains and wheat germ.

Lycopene is a red coloured carotenoid present in
certain fruits and vegetables. Rich sources of lycopene
include tomatoes, guava, watermelon, papaya,
grapefruit, carrots, purple cabbage and asparagus.

Polyphenols once again are non-vitamin natural
antioxidants. Good sources of non-vitamin natural
antioxidants include red wine, berries, grapes, fresh
turmeric, sesame seeds and tea. Tea which is one of
the most widely consumed beverages in India is rich in
polyphenols. Green tea does not undergo a
fermentation process during manufacture and
contains catechins which are particularly helpful for
Parkinson's disease patients.

Constipation: A high intake of fruits and vegetables is
also beneficial in overcoming constipation which is a
common problem in Parkinson's disease. Try and
include as much fibre in the diet as possible. Whenever
possible, eat fruits without peeling, a tossed salad,
sprouted pulses and oats allof which are high ﬁbre

foods. In place of refined flour (maida), cats may be
used to thicken gravies and soups. If chewing the
vegetables is a problem due to poor dentition, then
puree them, juice them or drink as a soup as all these
will to a certain extent help in reducing the
constipation. Plenty of other liquids and exercise will
also be beneficial.

Orthostatic hypotension: Ancther condition that
people with Parkinson's need to be aware of is
orthostatic hypotension. Orthostatic hypotension is a
condition in which there is a sharp drop in blood
pressure that occurs when a person gets up from the
bed or chair causing dizziness or even loss of
consciousness. Both Parkinson's and the medication
used to treat it may cause this condition. Moreover
these patients may also be on certain blood pressure
medication. Thus it is necessary for patients to have a
basic understanding of orthostatic hypotension, be
well hydrated at all times, eat small meals frequently
and avoid a sudden change in position.

Thus, in summary it can be said that good nutrition will
help to a certain extent in improving the quality of life,
which is affected in this neurological disease.
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HIGH FIBRE LOW PROTEIN CUTLETS
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Ingredients:

¥ cup cauliflower (boiled)
1 cup mixed vegetables
(carrots, frenchbeans,
potato, peas) (boiled)

¥5 cup oats

¥ cup oat flour {grind in
mixer)

coriander |leaves - few
ginger-garlic paste
green chill paste
garam masala

oil far frying

Methio

Mix the boiled vegetables with the oats and the masalas.
Shape into balls and flatten.

Coat with oat powder and fry in 3 non-stick pan using ail
as reguired.

Serve hot with green chutney or tomato ketchup.

W

:'-‘-'-'-'-'-'-'-'-'-‘-'-'-'-'-'-'-'-'-'-'-'-'-'-‘

¥
:
:
:
:
:
:
:

SKILLET CHICKEN WITH VEGGIES
Trgredins
onion (cut into 8 pieces)
1 carrot {cut lengthwise)
1 red bell pepper (capsicum | 1 tomato / 4 -5 cherry
cut lengthwise} tomatoes

1 small broceoli / cauliflower | 1 small piece of ginger
{cut into florets & baoiled) 3 - 4 pods of garlic
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30— 50 g of boneless
chicken (boiled)

E 1 tsp red chilli flakes 1 tsp lemon juice
E ¥ tsp soy sauce 2 tsp oil / butter
E 2 - 3 tsp honey

3 =4 thsp hot water

Take a little oil in a thick bottomed pan and saute the
ginger garlic & onlon pieces. Add the boiled chicken and
vegetables and stir fry for a while on a low flame. Mix the
ingredients for the savce and add to the chicken vegetable
mixture. Cook for 2 - 3 minutes. Serve topped with cherry
tomatoes . This dish may be taken along with tomato /
spinach soup In place of chicken, tofu or paneer may also
be used

o

F
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TREATMENT & REHABILITATION

PAIN IN PARKINSON'S DISEASE (PDI

By Dr Preeti Doshi (MD, FIPFE, FRCA), Consultant Pain Specialist, Jaslok hospital and Research Centre, Mumbai

Pain is one of the non-motor symptoms of PD presenting sometimes even well before the diagnosis of PD is
made. In view of the fact that PD is a movement disorder, motor symptoms always predominate, so in spite of its
high prevalence, pain remains undiagnosed and undertreated in many patients. Pain in Parkinson's disease has

multiple dimensions and characteristics. It is important to understand that pain can be a part of the Parkinson's
experience and one should to learn ways to manage it. Uncontrolled pain can have several physical ill-effects and
in addition can lead to cognitive, behavioural, mood and sleep disturbances which can affect the interpersonal
relationships and social activities worsening the guality of life.

Pain can be classified into two main categories:

a. Nociceptive : which relates to tissue damage,
implicating the pain receptors in the skin, bones or
surrounding tissues;

b. MNeuropathic : indicating pain arising in nerves; or
as a mixed pain syndrome involving both
nociceptive and neuropathic pain.

In Parkinson's, most pain experiences are nociceptive
which means it results from activation of terminal nerve
endings in the tissue that is injured or has the potential
to be damaged. The causes include persistent tremar,
muscle rigidity, dystonia, musculoskeletal injury (i.e.
sprains, bruises, bane fractures resulting from a fall
etc.) and inflammation. Depending on your clinical
symptoms and signs your specialist will decide how to
address your pain.

In the western population the reported prevalence of
pain ranges from 46% to 83 % in patients with
Parkinson's disease but figures vary from place to
place depending on the inclusion criteria. According to
an Indian study the prevalence is about 55% which is
roughly 1 out of every two patients with PD. Pain was
more pronounced on the side with predominant motor
symptoms (72%).

As proposed by literature, Parkinson's Disease results
from the death of dopamine-generating cells in the
Substantia Nigra, a region of the midbrain. Proper and
early treatment of Parkinson's disease may also
improve rigidity and increase the range of movements
which could probably decrease the incidence of pain.

Why do PD patients get pain and how to recognise
and deal with it!

Fortunately, many options exist for treating pain. How
can you find which are right for you? The first step is to
talk to your doctor who can assess your pain and then
help to build a pain management plan.The most
important diagnostic tool is the clinical history, which is
necessary to identify the type of pain related to PD.
Patient should discuss with the treating doctor, all the
details about the pain they experience! Now let us look
at the evaluation of different types of pain and their
management strategies.

1. The pain in PD generally arises due to twisting and
writhing movements like rigidity, tremor, akinesia
or postural abnormalities in different parts of the
body. Muscle cramps or tightness in patients with
PD can affect any part of the body but it appears
more typically in the neck, arm, para spinal or calf
muscles, while joint pain occurs most frequently in
shoulder, hip, knee and ankle. The prevalence of
musculoskeletal pain ranges from 45% - 74% in
those patients with PD experiencing pain. The
treatment of musculoskeletal pain in PD can vary
depending on the cause. If the pain is due primarily
to parkinsonian rigidity, dopaminergic therapy,
physical therapy and exercises areindicated.

2. Another variety of pain is radicular-neuropathic
pain which manifests itself with pain, numbness or
weakness in the area of a nerve root as a
consequence of nerve or root compression. The
prevalence of this is 5-20%. Postural abnormalities
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and dystonia developing during the disease can
lead to disturbed mechanics in the spine affecting
dimensions, joint arthritis and disc protrusion or
slipped discs with resultant pressure on nerves
resulting in sciatica like pain. Management is
multimodal with the help of physiotherapy, drugs
and target guided spinal injections performed with
X-ray guidance in refractory cases with mild disc
protrusions.

3. Dystonic Spasms can produce severe pain which
may be paroxysmal, spontaneous or triggered by
movements or activities involving extremities, the
face and the pharyngeal muscles and is prevalent
in 8% to 47% patients.

4. Central Pain is an insistent pain not restricted to nerve
distribution which manifests as neuropathic sensory
symptoms such as paraesthesia[tingling/pricking] or
shooting pain. The patient usually describes it as a
bizarre and unexplained painful sensation
predominately on the more affected side and in the
“0FF" state. Central pain can occur in different areas of
the body including the mouth, chest, abdomen, rectum,
vagina and testes. The prevalence of central pain in
patients with PD is 10-12%. It responds well to
dopaminergic medications but in resistant cases
standard neurcpathic pain medications and tricyclic
anti-depressants may be useful. Occasionally use of
opioid drugs may be required in severe pain but have to
be used with caution and under supervision of a pain
specialist.

5. Akathisia is a discomfort sensation used to describe
subjective restlessness or the painful impulse to move

continually. This pain generally improves with levodopa
freatment.

6. Restless Leg Syndrome (RLS) is another cause of pain
in patients with PD. It is defined as a sensory-motor
disturbance that is prominent at night and improves
with mowvement, It includes intense and disagreeable
sensations (paraesthesia and dysesthasia) of the
extremities, more pronounced in the lower extremities.
Pravalance ranges from 8% to 20% in patients with FD
which is much higher than in general population [1%].

Factors potentially affecting pain in Parkinson's Disease

1. Gender- Some clinicians have described neck and back
pain more prevalent in female patients with PD.
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2. Duration and Severity of disease- A longer duration
of disease and greater motor complications result
in higher incidence of pain in patients with PD
according to some clinicians.

3. Scientists have shown that depression, which
affects approximately 40 percent of individuals
diagnosed with Parkinson's, plays an important
role in the way people perceive pain. Similarly,
tension and muscle stress caused by anxiety can
compound pain. Current evidence suggests that
depression can modify the perception of pain and
itis treatable.

4. Patients with pre-existing pain related to systemic
diseases such as diabetes, osteoporosis,
rheumatic disease and age-dependent [e.g. joint
or disc disease] or postural problems will continue
to experience pre-existing pain after diagnosis
which may potentially worsen due to PD features
such as rigidity, akinesia, muscular cramps and
postural instability.

5. Apersonwho pays more attention to his or her pain
and reacts to pain with a high level of stress will
likely experience more pain than someone who
tries to ignore the pain and considers it irrelevant to
his or her daily life. Feeling helpless to control pain
that is, believing that pain is uncontrollable or that
there are not treatment options or health
professionals available to assist in managing pain
can also make pain seem worse.

Pain is a significant problem in PD patients at all stages
with specific problems depending on duration of the
disease. Dystonia and dyskinesia related pain sets in
later stages of the disease. Pain clearly affects the
quality of life (QOL) of PD patients.

Since pain and sensory symptoms in PD represent a
broad spectrum, a multidisciplinary approach to pain
management is recommended. Nevertheless, it has
been found that 50% of patients with PD-related pain
did not receive any treatment. The treatment is based
on specific type of pain diagnosed after thorough
assessment regarding the type of pain. It is important
to note that one size does not fit all!
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Management options for pain in Parkinson's include
both the pharmacological (i.e., medications) and the
non-pharmacological. A combination of both may offer
the best pain control, and an interdisciplinary model of
care can lead to optimal results for pain management.
Some common treatment options include:
+ Medications-Analgesics and Adjuvant drugs
Physical therapy
Massage
Botulin toxin injections
Mutrition management
+ Exercise
+ Acupuncture/Acupressure
Psychotherapy/Cognitive Behavioural therapies
- Yoga/Stretching/Meditation
Group therapy

Minimally invasive pain blocks -These may be
considered in select patients who fail to respond to
simpler measures. These are performed under local
anaesthesia using X-ray guidance to deliver the
medication precisely onthe target.

An individualised approach helps achieve the best
possible control of pain. Regular reassessment may
help to modify treatment as needed.

Conclusion:
Pain features as an important non-motor symptom in
patients with Parkinson's disease. It being

subjective in nature remains underdiagnosed and
undertreated. Itis important to address pain because it
may interfere with day-to-day activities, mood, sleep
and owverall enjoyment of life. Specific problems
resulting from chronic pain may include sleep
disturbance, malnutrition, social withdrawal, physical
and functional decline, depression, anxiety and
impaired cognition. Pain also accounts for increased
overall health care costs.In practical terms, it often
proves helpful to conceptualize the experience of pain
in Parkinson's as relating to one or more of the
following five categories: pain from the muscles or
skeleton, pain from nerves or spinal roots, pain related
to sustained twisting or writhing, discomfort from
akathisia and pain caused directly by changes in
chemicals in the brain due to PD.

Proper and early treatment of Parkinson's disease may
also improve rigidity and increase the range of
movements which could probably decrease the
incidence of pain. Management should involve an
individualised patient based assessment with suitable
multimodal approach to achieve the best possible
control of pain.
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REACHING THE UNREACHED

By Sharmila Donde

PDMDS NEWS AND UPDATES

QOur community projects have taken roots and are growing fast. Most of our projects started by doing what was
necessary for the community as per our objective of reaching out to children and adults suffering from debilitating
neurclogical illnesses and providing timely and adeqguate treatment to these deserving and needy patients and

“Start by doing what's necessary, then do what's possible,

and suddenly... you are doing the impossible,”
— St. Francis of Assisi

families. We are trying to do what is possible so that we do the
impossible....

We now have a team of ten community workers who are the pillars of
our projects. At our centres, the community workers help the
physiotherapist during the physio sessions. They also take sessions
independently under the guidance of the physiotherapists. A training
program on paediatric and adult physiotherapy was organised for the
community workers. This has given them more skills and confidence to
identify and treat patients.

Our Asalfa centre focuses on providing physiotherapy to children with
neurological illnesses. Shifting to a bigger place in Asalfa has enabled
us to provide group therapy through multidisciplinary approach in
addition to individual therapy.

In Dharavi, a medical camp was held in December where neurologists
from Hinduja hospital and KEM hospital examined 75 patients.
Medication was given to these patients. These patients go to Daya
Sadan where they attend group therapy sessions. The frequency of
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Daya Sadan has increased to three times a week now to provide treatment to children and adults. Home visits in
Muslim nagar continue with our physiotherapists visiting the patients once a week along with the community
workers.

The number of patients attending our centre in BOD chawl has been steadily increasing. The centre that started rehabilitation of
adults is now providing individual physiotherapy to children with neurological diseases.

Our rural project in Vasind continues to address senior citizens with neurological diseases. The group which only had men
attending the group has women attending the group regularly. Many patients have shown improvement in their condition and
do notwant to miss their sessions.

In our tribal project, we completed survey of Motivahiyal, one village in Kaparada near Valsad and then held a neurological camp
for the patients. Neurologists from Mumbai exarmined 95 patients. The patients regularly receive medication from Neurology
Foundation. A physiotherapist from Valsad visits Motivahiyal twice a week to provide therapy to 20 patients. The patients are
feeling better and come regularly for therapy at the centre. The community workers are trained by the physiotherapists from
Mumbai who follow up and also provide therapy every week.

All our projects are well established now. We hope to reach the unreached through our work in the community.

G

Our Very First - |
Parkinson's Disease and Movement Disorder

-
n I I n e Society and PatientsEngage have joined hands to
provide an online platform for people with
munity' Parkinson's and their caregivers, offering a great
]

amount of important content and discussions.
PatientsEngage is a patient/caregiver focused
healthcare platform for supporting the management
of chronic diseases.

Our online community will enable patients and caregiversto
a) Read latestinformation and research regarding Parkinson's
b) Readtips ontackling Parkinson's

c) Be part of discussions with experts and also connect with patients with Parkinson's and their
caregivers.

d) Andveryimportantly, share their own experiences!

At PDMDS, our core team comprises of psychologists, physiotherapists and health care professionals. If
you are a patient or a caregiver, you can now have all your queries answered by the required specialists.

We hope you register and join our community on PatientsEngage and keep the discussions productive and
lively! If you have any trouble registering, please contact our helpline numbers. This collaboration will be
successful if all of you participate and contribute to the discussions. To log in please visit :
www.patientsengage.com, or www.parkinsonssocietyindia.com

We as ateam welcome you all.
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Confusion takes over the faces of most people when they
hear “Parkinson's Disease”. This lack of awareness is what
causes many people to be insensitive towards a person
with Parkinson's leading to embarrassment or stigma
associated with this condition. At the PDMDS we aim to
remove any stigma associated with Parkinson's and to
enable people with Parkinson's to function like any other
person in the society and the best way to do this is to
create awareness among the general public.

Over the last couple of months, the PDMDS team
members have visited senior citizens at the Holy Family
Church (Andheri East), St. Pius Church (Mulund West), the
Holy Name Cathedral (Colaba), the Sobati Senior Citizens
Group (Vile Parle East), the Visawa Senior Citizens Group
(Andheri East), WIA senior citizens group at the Malabar
Hill Club, the Rotract Club of Malabar Hill and the Indian
Association of Secretaries and Professionals, and given
talks on Healthy Aging, Parkinson's and other neurological
disorders, We got a great response from all these centres
with enthusiastic people volunteering to help us spread
awareness about the condition.

The Adhata Trust, an organization for the welfare of senior
citizens, invited the PDMDS members io perform at their
World Seniors Day programme. One of our team
member's, mimed the daily difficulties faced by a person
with Parkinson's and the members of our Dadar support
centre showed how exercise and other therapy has helped
them overcome these difficulties by dancing to the song
“Power”. Their enthralling performance was met with a
standing ovation from the audience.

4 We have also participated in Diwali exhibitions where we
displayed diyas platters, diya sets and greeting cards
made by people with Parkinson's who attend our support
centres in Mumbai. We had stalls at the Pink Potli
Exhibition at Khar, the Centrum NGO Fair at Kalina, Tata
Consultancy Services (TCS) at Goregaon and Vikhroli,
Korum Mall at Thane, the Tata Institute of Social Sciences
(TISS) at Deonar, and Kalimpong Art Gallerry at Breach
Candy. These exhibitions were not only a success, but
also served as a platform for us to reach out to a larger
audience and spread awareness about Parkinson's and
the work of the PDMDS.
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Ahmedabad: The Commencement of a new PDMDS chapter

By Rhea Wadhwani

“One of the most important things you can do on this earth is to let people know they are
not alone.” — Shannon L. Alder

We're happy to announce the launch of our most recent PDMDS Chapter in Ahmedabad, Gujarat. We now have 6
centres functioning all over Gujarat, the others being Baroda, Bhavnagar, Mahuva, Rajkot and Surat.

We received an exceptional response on the inaugural day with registrations of 90 PWPs and 35 caregivers. Key note
speakers at the inaugural event were eminent Neurologist Dr. Sudhir Shah who spoke on the Diagnosis of
Parkinson's Disease, Dr. R S Bhatia (Neurologist, Ahmedabad) shared insights on Non-Motor Symptoms in PD, Dr.
Charulata Sankhla, Neurologist & Movement Disorder Specialist, Mumbai, provided information on the Medical &
Surgical Management in PD and Dr.Maria Barretto (CEQ PDMDS), outlined the activities of PDMDS and the
importance of a Support Group.

The Ahmedabad centre is developing with a sizeable number of patients reqgularly attending the support group
sessions. The feedback on our multidisciplinary modules for PD has been overwhelming. Our aim is to extend our
reach in as many areas as possible through these Chapters, so that PWP's and their caregivers can benefit from the
services we offer. The centre counts on your participation and active involvement in making this Chapter a great

success. We need your valuable support in creating awareness and improving the quality of life of those suffering
from Parkinson's disease.

Support Group Details: Gujarati Sahitya Parishad,
Behind Times of India, Riverside, Ashram Road, Ahmedabad 380003,
Every Sunday between 10 a.m. -12 noon.

What is a PDMDS chapter?

Chapters and Support Groups are formed to provide |local assistance for those suffering from Parkinson in the
area. They are community organizations that provide people with Parkinson's and their caregivers access to
local resources and services, such as Support Groups, Rehabilitation, Multi-Disciplinary Model of care,

Education Programs, Medication & Assistive Aids & much more. Chapters educate the community about
Parkinson's disease and raise awareness to help ensure that people with Parkinson's, their families and
caregivers lead a normal life.
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Vb Have a Doubt?

- ASK THE DOCTOR

“I have been diagnosed with Parkinson's but I don't have tremors. | experience balance problem, swallowing
difficulty, drooling, and frequent falls..Is it possible to have Parkinson's without tremors?”

All people with Parkinson's do not have tremor. Parkinson's has a large number of symptoms but every PwP will not
experience all the symptoms as Parkinson's tends to affect each person in a different way. For example, some people
may predominantly have tremor as their major symptom, whereas others like seen in your case may have problems
with balance and walking, swallowing, etc.

“Oneofmy friendsis affected by PD at age 43 & his son was 14 yrs age. What are the chances of genetic transmission
of PD to his son or is there more chances of PD to son than a normal person whose father not affected by PD. No other
personin family in last 3 generation was having PD"

Most cases of Parkinson's disease are not genetic in nature. Only 5% of cases have a genetic basis. Eveninthese 5%
the penetrance of the gene is less than 30% indicating that even if the son got the gene (which itself is less than a 5%
chance), the chance of him getting PD is less than 1/3rd. For all practical purposes this risk is minuscule hence the
family should not be concerned.

“Is NEUPRO patch treatment effective to treat Parkinson’s disease?”

The NEUPRO Patch delivers the dopamine agonist rotigotine through the skin, directly into the bloodstream. It
releases the medicine 24 hours a day, providing stable, continuous delivery of medication. It is believed that
dopamine agonists work by stimulating dopamine receptors in the brain; however, the exact way NEUPRO treais PD
is unknown. Do not use NEUPRQ if you are allergic to rotigotine or any of the other ingredients in the patch.

"My father is 63 yrs old and he is diagnosed with early stage of PD from past 2 yrs and currently he is taking
syndopa plus tablet 4 times a day, whenever he takes this tablet he feels tired and sleepy, what is the remedy for this
problem and if he does not take this tablet he will not either feel tired nor sleepy”

There are many reasons for a patient to become sleepy and lethargic. Some of the common ones include an
infection, constipation, sudden drop in the blood pressure (orthostatic hypotension) after taking the drugs (which
can be detected by measuring the blood pressure and heart rate after lying down for 3 min and then standing after 3
min) or then the drugs themselves like dopamine agonsists. Obviously the strategy changes depending on the
cause. You need to ask your neurclogist to evaluate the possible causes. Syndopa (Levodpa and Carbidopa) has
side effects but it also is a lifeline to patients with Parkinson's disease so please do not blame every possible problem
onit.

“Lhave Parkinson's since 8 years, I experience major problem of severe constipation than any other. Is constipation
drug induced or disease induced?”

Constipation is a troublesome complaint experienced by many Pd patients. Itis due to the Pd itself and also to a great
extent, aggravated by the use of anti PD drugs. Almost all PD drugs can worsen constipation, but the worst offender
is anticholinergic medication (pacitane). As far as possible, it would be better to reduce or stop this medication,
especially in elderly patients. Taking plenty of water, fruits (papaya and figs) and vegetables would also help in
constipation. Stool softeners (softovac), laxatives (dulcolax) and in some cases enema may also be needed.
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RY INTERVENTION PROGRAM

CENTRAL & EASTERN MUMBAI (SUBURBS) SUPPORT CENTRES

Chembur (E):
Seva Daan Special School
St Anthony's Rd, Near OLPS Church

Support Group Meeting:
Third Saturday of every month: 10:00 a.m. — 11:00 a.m.

Chembur (E), Mumbai — 400 071 Physiotherapy:
1st & 3rd Monday of every month; 10:00 a.m. — 11:00 a.m.
Ghatkopar (E): Physiotherapy:

Smt. Pramilaben Dand Rotary Service Centre
R. M. Gandhi English School Lane
Rajawadi, Ghatkopar East

2nd & 4th Monday of every moenth: 10:30 a.m. — 11:30 a.m.

Mulund (W):

St. Pius X Community Centre
Seminar Bm. Neo. 2, Ground Floor
St Pius X Church, Nahur Road
Mulund (W), Mumbai - 400 080

Physiotherapy and Support Group Meeting:
Every Wednesday of the month: 10:30 a.m. — 11:30 a.m.

Thane (W):
St, John the Baptist Church, Senior Citizen Hall,
Gr. Floor, Jambhii Maka, Opp. Masunda Tank, Thane (W)

Physiotherapy and Support Group Meeting:
Every Friday of the month: 10:30 a.m. = 11:30 a.m.

NAVI MUMBAI SUPPORT CENTRE

Vashi:

Specialty Physiotherapy Depariment
MGM Hospital, Sector — 3

Vashi, Navi Mumbai — 400 705

Support Group meeting:
Fourth Wednesday of every month: 12:00 p.m. - 1:00 p.m.

Physiotherapy:
Every Wednesday of the month: 10:30 a.m. — 11:30 a.m.

COMMUNITY BASED REHABILITATION FOR NEUROLOGICAL CONDITIONS

EDD Chawls :
Sanghi Medical Centre, Opp. Chawl No.113, Worli

Every Friday 10:00 a.m. - 12:00 p.m.

Dharavi :
Daya Sadan, 5. M. Chawl, Nr. Old Police Station, Dharavi

Every Thursday 2:00 p.m. to 4:00 p.m.

SPECIALITY SPEECH THERAPY, MUMBAI

Ali Yavar Jung National Institute for the Hearing Handicapped

Bandra Reclamation, Bandra (W)
Tel.: 022-26404977 Extn. 329/ 310

OUTREACH CENTRES

Mashik :
Tel: Ms. Verna Quadras - 9225127770

Sharadagram, Indiranagar : First Saturday of the month

Don Bosco School College : Second Saturday of the month

: Third Saturday of the month

Maria Vihar, Gangapur : Fourth Saturday of the month
11:00 a.m. — 12:30 p.m.

Bishops House Jail Road

Goa :
Ms. Joanne D'souza - 0832-2268304; 9923288429
pdmds.sg.goai@gmail.com

Panjim: YMCA International,
Behind Parade Ground, Next to Home Science College, Campal.

Mapusa: Emmaus Counselling Centre,
Run by Carmelite Fathers, Reis Da Costa House, FeiraAlta.

Margao: B.P.5. Sports Club

Hyderabad :
Tel: Meghana Srinivasan - 07036212963

Mizam Institute of Medical Sciences, Punjagutta.
Please Contact PDMDS for venue and date of monthly meetings.

Every Second and Fourth Saturday of the month
4:00 p:m. - 6:00 p.m.
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OUTREACH CENTRES - IN COLLABORATION WITH BKP - PDMDS

PUNE
Tel: Dr. Vrushali Belekar - 09960981692

Deenanath Mangeshkar Hospital,
Erandawane, Near Mhatre Bridge, Pune 411004,

Every first, third and fourth Saturday of the month,
10:00 a.m. — 12:00 p.m.

BHAVNAGAR
Tel: Mr. K. D. Padia - 09374865307

PNR Society,
51, Vidyanagar, Bhavnagar 364002

Every Sunday of the month:
11:00 a.m. — 1:00 p.m.

MAHUVA
Tel: Dr. Bhavin Mandaviya - 09726950909

C/ o KB Parekh College,
Jadara Road, Mahuva 364290

Every Second and Fourth Saturday of the month at
4: 00 p.m

BARODA
Tel: Dr. Manali Shah — 8306866988/ 9328366088

Balvant Parekh Centre for General Semantics,
C-402, Siddhi Vinayak Complex,
Behind Vadodra Railway Stn, Faramji Rd.

Every Saturday of tha month,
4:00 p.m, to 6:00 p.m.

SURAT

Tel: Dr. Hetashn Patel — 9033577631

Clo Shreenath Niranjan Badrikashram Trust,

Badrinarayan Temple, besides BAPS Swaminarayan Hospital,
Adajan.

Every Sunday of the month,
11:00 a.m. to 1:00 p.m.

RAJKOT
Tel: Dr. Priti Chavida — 098090909547

Sir Lakhajiraj Library,
Nr. Bapuna Bawla, Trickon Bag Chowk.

Every Sunday of the month,
10:30 a.m. to 12:00 p:m.

AHEMEDABAD

Tel: Or. Dhwani Parikh — 8537160633
Govardhan Shmruti Mandir,

Gujarati Sahitya Parishad, Behind Times of India,
Riverside, Ashram Road, Ahmedabad 380009

Every Sunday of the manth,
10:00 a.m. to 12:00 p.m.

OUTREACH CENTRE
IN COLLABORATION WITH PARKINSON’S DISEASE SOCIETY KARNATAKA
BANGALORE

Tel: Rohini Bharath - 09936035938
Please Contact PDMDS for venue and date of monthly meetings.

IN COLLABORATION WITH PARKINSON'S DISEASE PATIENTS WELFARE SOCIETY
KOLKATA

Tel: Ms Majumder - 91 9830821124
Email: pdwskolkata@gmail.com
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