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Foreword

he care of persons with long-term

disease conditions requires inputs
in various dimensions. In addition
to the medical treatment and care,
there are far too many other aspects
in daily life as well as in long-term
perspective, which need to be attended
to, for enhancing and maintaining
the quality of life afflicted with such
diseases. These are usually taken care
of by family members, especially in
traditional and transitional societies like
ours. The experience of the caregivers,
the impact on the affected persons,
and the dynamic interaction between
them, can be mixed with more difficult
and negative parts than positive. The
recognition of the role of caregivers in
the overall medical management of the
concerned disease, has been relatively
recent. Itis also now well-recognised
that sharing of experiences as well
as their modulation can improve the
subjective well-being of the persons,
thus facilitating the overall process for
everyone including the medical teams.

As such, in addition to the advocacy, the
benefits of formal or semi-formal groups
of caregivers are numerous and wide-
ranging. This has led to a wide range

of caregiver movements for medical,
neurological and psychiatric disorders,
besides disability conditions.

The value of the caregiver movementin
the context of severe disabling
conditions like MS can hardly be
overemphasized. As part of my clinical
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work and managerial responsibilities,

I have seen the need for all possible
support for conditions like MS. The MSSI
deserves compliments for their work
and dedication.

The caregiver movements have
fascinated me since the early years, as
being complementary to the medical
services provided, and in over the 40
years of my career as a psychiatrist,

I have become increasingly convinced
about the indispensable value of this
movement across health problems
and disabilities.

In recent decades, | have had the
good fortune of being involved with
and learning from many caregiver
movements, especially for mental
health problems and psychosocial
disability. | consider myself fortunate
to now be associated with MSSI and
learn more.

Prof. (Dr.) Nimesh G Desai

MD( Psych), MPH (USA), MRCPsych (UK)

Director
Institute of Human Behaviour &
Allied Sciences New Delhi
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For the last 23 years, as a caregiver to

a person with Primary Progressive MS
living in India, | have seen the changing
landscape of caregiving at both the
country and personal level. In India, we
now have certain rights and schemes for
caregivers like Income Tax exemption
and allowances under the Rights of
Persons with Disabilities Act, of 2016
(RPWD Act, 2016) in which the list of
disabilities was expanded from 7 to 21
conditions and now also includes MS.
At the personal level, | have been
through anxiety, depression,
exhaustion, guilt, feeling uncared for,
while searching for information on how
to manage my home and work and

how to cope with physical and

mental exhaustion.

This led me to believe that there is a
huge unmet need in the area of caring
for caregivers. Moreover, it also pushed
me to think of all the other caregivers
who need a resource that would help
them manage their lives better.

We have approximately 2500 registered
PwMS. If we apply a simple formula,

it means that each PwMS has at least
one Primary caregiver. So we are
looking at no less than 2500 caregivers
who might benefit from this guide!

As Indiais in the grip of the second
deadly wave of COVID-19, it has
become imperative to mention that the
caregiver’s challenges have increased
manifold cutting across the mental and
physical boundaries.
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Caregiving has a completely
difPerent meaning in India mainly
because a) family members are
the primary caregivers b) there is
limited, expensive institutional and
amost non-existent trained staff
support or Pacilities for chronic
ilnesses like MS.

We understand and are cognizant that
caregiving is individual centric and
complex because of multiple factors.

This year, under the World MS Day
global theme - Connections, we
decided to turn the spotlight on MS
family caregivers and provide a relevant
resource in the form of a guide that will
help them to prepare, manage and cope
with caregiving duties.

To make this guide informative and easy
to navigate, we gathered information
from different sources, spoke to a
diverse group of caregivers for PwMS
and medical experts. With the help of
the information provided in this guide,
itis our endeavour to help caregivers
maintain a healthy balance between
physical and mental well-being.

We at MSSI salute all the caregivers for
their tireless service and send wishes for
your well-being and resilience. We hope
you enjoy reading this guide and it will
make a difference to you and improve
the quality of your life.

Renuka Malaker
Honorary National Secretary
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About MSSI

Multiple Sclerosis Society of India (MSSI)
is a registered voluntary, non-profit
organization established in 1985.

We work for the welfare of people
affected by and living with Multiple
Sclerosis in India. Over the last

34 years we have been working to help
improve the qulity of life of Persons

with MS (PwMS).

We conduct our activities at two levels.
At the head office level, we work to
create awareness, amplify the work,
need and challenges faced at the
chapters’ levels, advocate for the rights
of the person with MS, influence policy
and policy change, work with the
policy implementer to improve quality
of life and universal coverage. At the
chapter level, through our chaptersin
Bengaluru, Chennai, Delhi, Hyderabad,
Indore, Kolkata, Mumbai, and Pune,
we provide services like physiotherapy,
nurse care, scholarships, monthly day
care programs, medical camps, and
seminars to lend support to many of
our registered members. Barring a few
paid office staff, all our offices

are managed by either Persons

with MS (PwMS) themselves or by
caregivers or family or friends in an
honorary capacity.
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We provide services like
physiotherapy, nurse care,
scholarships, monthly day care
programs, medical camps, and
seminars to lend support to many
of our registered members

About Multiple Sclerosis
International Federation
(MSIF)

The MS International Federation

is a unique global network of MS
organisations, people affected by MS,
volunteers and staff from around the
world. The movement is made up of
47 MS organisations with links to many
others. MSIF’s vision is a world without
MS and their mission is to inspire,
mobilise and bring the world together to
improve the quality of life of everybody
affected by MS and to end MS forever.




About Multiple Sclerosis

Multiple Sclerosis (MS) is a disease of
the central nervous system, affecting
its functioning unexpectedly and
repeatedly, resulting in devastating
disabilities in young people in the
prime of their lives. MS has various
symptoms ranging from extreme
fatigue, visual disturbance to total
paralysis, making simple everyday
tasks impossible to perform.

MS is one of the most common
neurological disorders and causes of
disability in young adults. There are
2.8 million Multiple Sclerosis Persons
(MSPs) worldwide. Most people with
MS are diagnosed between the ages
of 25 and 31, with around twice as
many women diagnosed than men.
The cause of MSis not yet known
and neither has a cure been found,
although there are treatments available
that can help some forms of MS and
stop its progression.
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There are 28 milion Multiple
Sclerosis Persons (MSPs)
worldwide. Most people with MS are
diagnosed between the ages of 25
and 31, with around twice as many
women diagnosed than men.

A

MS makes life unpredictable for
everyone. MS, a progressive autoimmune
disease, is characterized by episodes

of inflammation and degradation of

the fatty myelin sheath surrounding

the axons of the brain and spinal cord.
Attacks of MS may lead to inflammation
and injury to the myelin sheath resulting
in blocked or slowed nerve signals,

that may lead to difficulty in controlling
vision, muscle coordination, strength,
sensation and other bodily functions.
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Types of MS

The International Advisory Committee
on Clinical Trials of MS defines four
basic MS stages.

A lesser known Radiologically Isolated

Syndrome (RIS) is not considered a form x
of MS, but has MRI abnormalities which

are consistent with lesions of MS. In a
2020 study, it was found that little over
half of people with RIS go on to develop
MS within ten years.

Progressive-relapsing Multiple Sclerosis
Steady decline since onset with
super-imposed attacks.

Secondary Progressive Multiple Sclerosis
Initial relapsing-remitting Multiple Sclerosic
that suddenly begins to have decline without
periods of remission.

Primary Progressive Multiple Sclerosis
Steady increase in disability without attacks.

Relapsing-remitting Multiple Sclerosis
Unpredictable attacks which may or may not
leave permanant deficits followed by periods
of remission.

Time —— >

Increasing Disability

Treatments for MS: There are

numerous ongoing studies worldwide
on the therapies for MS and scientists
around the world are actively working

U.S. Food and Drug Administration (FDA)
to treat all types of MS. Each drug has

an indication from the FDA for the type
of MS it can be used to treat. There are

to find more effective treatments for
progressive forms of MS. Currently,
there are more than a dozen disease-
modifying therapies approved by the

currently more treatments available for
relapsing forms of MS than progressive
forms.
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About Caregiving/
Caregivers

The Merriam-Webster dictionary defines caregiver
as a person who provides direct care for children,
elderly people, and/or the chronically ill.

The Merriam-\Webster
dictionary defines
caregjver as a person

When it comes to MS, caregiving is much who provides direct
more than just direct care; it sometimes also care fopr chidren
involves acting on behalf of the PwMS. Along with elderly people, arw,i/or'
primary caregivers who are the immediate family of the chronically il

PWMS, there are professional caregiving services
also available.

Though all caregivers have the desire to help others in common, sometimes the
similarities start and stop there. There are a wide variety of caregiver roles covering
a wide range of industries. In the non-medical care industry alone, there are several
types of caregivers.

Types of Caregivers

Below we have brief descriptions of each to give you an idea of what these jobs are like
and what their daily responsibilities entail.

* Family Caregiver: * Professional Caregiver:
A family caregiver is a relative who A professional caregiver is hired to
provides emotional, financial, provide care for a care recipient.
nursing, social, homemaking, These caregivers can provide medical
and other services on a daily or or non-medical care in the home
intermittent basis for an ill or disabled or afacility. Their career is to assist
loved one at home. Most family another person in a way that enables
caregivers volunteer their time, them to live as independently as
without pay, to help with the care possible. Professional caregivers work
needs of a loved one ﬁ for an agency, and the care recipient

hires the agency to provide care




(

* Independent Caregiver:

An independent caregiver is a term
commonly used to describe a home
care professional who does not
work for an agency. An independent
caregiver is employed directly by
the family. There is no intermediary
agency between the care recipient
and the caregiver.

Private Duty Caregiver:

A private duty caregiver can provide
a broad range of services, from
medical and nursing care to bill
paying and transportation services.
Their goal is to provide whatever the
care recipient and their family needs
for them to remain independent in
their own homes. These caregivers
can work independently or for third
party agencies.
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* Informal Caregiver:

An informal caregiver, typically a
family friend or neighbour, provides
care, typically unpaid, to someone
with whom they have a personal
relationship. This differs slightly from
a family caregiver in that an informal
caregiver is typically not directly
related to the care recipient.

* Volunteer Caregiver:

Avolunteer caregiver usually works
in either respite or hospice care.
Avolunteer provides breaks for
someone who is caring for an adult
with a disability, chronicillness, or
frailty. They provide non-medical
companionship, supervision, and a
friendly new face for a person with
special needs so that the caregiver
has some time away.




New vs Long-term
Caregivers

Be it a new caregiver or a long-

term carer, the initial days can feel
overwhelming. However, with proper
planning, caregiving for a PwMS can be
eased out and made manageable.

Given the long-term care required in
case of MS, it is of critical importance
that caregivers not only understand
the government policies available to
them for assistance, but also gain a
good understanding of the financial
management of care. However, the
most important aspect of this all is self-
care, which becomes easy to overlook,
but plays a critical role in sustaining the
lifestyle in the long run.
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1007 of respondents feel
that a good mental and
physical health is important
Por a caregiver

p)
20

Contingencies and Financial Planning

Anticipating what the future may hold
and planning finances around itis

an extremely important element of
financial planning. Unforeseen expenses
such as scans and tests such as CD19,
CD20, immunoglobulin tests, etc., could
be expensive.

Living with MS and caring for a PwMS
can change the dynamics significantly,
including loss of physical abilities,
independence, financial earning power,
emotional ties, and options for the
future. The changes that come about

over time can be overwhelming and
hence it is important to anticipate and
be prepared for contingencies.

Some changes that can be anticipated
are loss of income that can come about
due to the breadwinner being a PwMS
or because of caregiving duties and
changes in family roles, loss of time to
care for one’s own needs along with
caring for your loved one, reduction

in social life, friends and family, and
physical mobility and dependence
where assistance is needed.
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Focus on the s
most /'mportal/)n tgle
You, they are likely to
Stay around an pe
Supportiye

@ e for self-care
Take time T0r >
\\\ Q and rejuvenation

Have a robust
financial plan and
funds saved for a
rainy day

. all
Find joy in the sma” Don’t hes;
! i and spen esitate to
e ,ngzlr'iiehmg things askfor help v
that both you and your

loved one caré about ..

\ ]

Ways to Plan your Finances

9 ) Check t.he income tax
;@w deductions - there are :

provisions in the Income Tax Act :
that provide deductions for persons with
disabilities, along with reimbursements of
medical expenses.

. _ Lookintoyour state
............................................................ IIIII a benefits—eveﬂ aSthe

Pick up health insurance government has policies
‘g’ benefits - understand the policy - thatare directed centrally, each state
onwhatis covered as costof care  : government also offers myriad options

and what is excluded. Compare plansand : which differ with regions; ensure to
pick up the one that most suits your needs. : check these and apply for the benefits.

o . : P
\ Explore all resources regarding . Consult a certified
L disability income - there are financial planner - who
\ numerous ways the government 6 understands your income,

supports people with disabilities, so ensure : your background and can
to look at all angles. © provide unadulterated advice.




Guide for MS

Caregivers
Care Management
A caregiver needs to don multiple
hats when it comes to caring for a 60
Number of Years

loved one. Apart from looking into

the regular medications, etc., there

are several day-to-day elements that
also come into play. There are regular
household chores such as cleaning,
shopping, cooking, laundry, childcare
and transportation; care-related tasks
such as dressing, bathing, feeding,
toileting, exercising, transportation,
doctor visits, and medication schedules;
daily activities such as work, recreation,
entertainment, exercise, hobbies,
private time, and religious activities. 1-10Years  10-20 Years 20-10 Years

Seek assistance from family
and friends and don’t try to
do everything on your own

Ask questions about
the MS symptoms and
their management
from your doctor

\

Keep track of medications,
administering injectable
drugs, or performing
intermittent urinary
catheterization

I

Have key
information and
contacts handy
(see the Appendnx)

Providing Care

In order to lessen any burnout, try to:

If needed, hire
professional
help

Depending on the severity
of symptoms, assess if
adaptations in the home are
required, any use of mobility
aids, and the amount of
assistance needed

/Seek out advice from
professionals such as
doctors and nurses on
tips and techniques
for bathing, dressing,
toileting, and safe

\trans\fers

(Re evaluate regular
schedules and plan
tasks with ample

\breaks
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Insights from some Family Caregivers of PwMS

Are you aware of the types of caregivers?

— 28%
71%

. No .Yes

Primary Caregiver

~

45%
49%

. Male . Female




Mental Well-Being

Researchers report that the emotional
stress of caring has little to dowith the
physical condition of the person with MS
or the length of time the person has been
ill. Emotional stress seems more related
to how ‘trapped’ caregivers feel in their
situation. This, in turn, seems to be closely
related to the satisfaction they have in
their personal and social relationships, and
the amount of time they have available to
pursue their own interests and activities.

In the middle of everyday caretaking, it
is common for caregivers to experience
feelings of grief, depression, feelings of
hopelessness and despair, fear, sadness,
anger, guilt, and frustration.

Stress is the feeling of being overwhelmed
or unable to cope with mental or
emotional pressure, whereas depression is
a term commonly applied to a wide variety
of emotional states. It may range from
feeling down for a few hours on a given day
to severe clinical depression that may last
for several months. Mild, everyday ‘blues’
are not much of a concern, but persistent
depressive bouts must be diagnosed by a
mental health professional.

If you notice sadness, irritability, loss of
interest or pleasure in everyday activities,
loss or increase in appetite, sleep
disturbances like insomnia or excessive
sleeping, agitation, fatigue, feelings of
worthlessness or guilt, problems with
thinking or concentration, and persistent
thoughts of death or suicide, you should
immediately consult with a mental
health professional.
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Signs of stress and depression

Chronicirritability/resentment
Continual boredom

Excessive nervousness or anxiety
Feeling overwhelmed
Nightmares

Worrying

Distractibility

Difficulty in making everyday decisions
Clammy hands or sweating
Constipation/diarrhea

Dry mouth

Headache

Heart palpitations

Stomach aches

Muscle spasms or tightness
Fatigue/weariness

Sleeping disorder

Short and shallow breathing
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Things to do to Alleviate Stress and Depression




Physical Well-Being
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Along with the mental well-being, it is also important for caregivers to take care of
their physical health - not only does it sustain a long healthy life, but also gives ample

energy to act in the capacity of a caregiver.

Ensure to get a good night’s sleep
and stick to regular bedtimes - ask
your doctor for help if you are caring
for someone with

MS. Chronic illness

can be exhausting; t)

PwMS and their

caregivers both

need as much

quality sleep as they can get

* Eat nutritious food -
having a diet low in fat ~
and high in vitamins and 3

fibre can help you feel
better, while maximizing ae e
your energy

Exercise regularly - go for walks,
yoga, or whatever helps you feel fit.
Any form of cardiovascular exercise,
increases strength
and adds to a more
upbeat attitude. »

Yoga and aerobics
are also excellent
workouts for busy
caregivers who can
benefit from stress
management

A
A
| 1

Reach out - having a support group,
such as MSSI, can help you connect
with other patients and caregivers
and establish a valuable network for
exchanging ideas, new research news
and encouragement
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Insights from some Family Caregivers of PwMS

Do you get personal time?

No Yes

. Female
Emotions

1% 3%
' 3%

. Male

20%

10%

14%

Angry [l Anxious ] Depressed [l Happy [l Isolated | None of the above




Guide for MS
Caregivers

Quality of Life

The quality of life can be adversely affected for caregivers
and even though PwMS may live healthy, active lives, 30%
require a level of informal, unpaid caregiving at some point
in their lives. In up to 78% of cases, this care is provided
o o by a spouse or partner. The daily requirements of
caregiving can result in physical, psychological,
emotional, social, and financial stressors. Those providing
care may need to confront having to make significant
changes to their working lives, may experience an
impact on their personal and social lives, and may
us have to adjust their living arrangements and other
practical aspects of life.

Existing research on PwMS has largely focussed on negative
impacts of MS for carers and has painted a rather bleak view of the
future. There is, however, an emerging body of literature regarding positive impacts of
MS on partners, such as gaining insight into illness and hardship, personal growth,
a re-evaluation of life’s priorities and goals, and a greater appreciation of life and of
one’s own health. MS caregiver experience is highly variable and depends on
contextual factors.

To maintain a positive outlook: Have your own support structure,

especially a handful of trustworthy
people, who you can count on during
Ensure to make time for contingencies

family and friends, going
on outings, etc.
Put equal emphasis

social events, like meeting
Talk to trusted friends
and be open and
vulnerable in sharing
your burdens

on your well-being

and happiness as

that of the PwMS
Know when to take a
step back and seek help
if needed

20
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Appendix - Key
Information

Emergency Room
Checklist

When faced with an emergency, it is
easy to lose sight of the important
things you need. Below is a quick list of
things to keep handy when rushing to
the emergency room:

Name and number of the primary consulting doctor for the MSP, along
with any specialists, such as neurologists, physiotherapists, etc.

List of prescriptions and medications being administered
Medicines and shots

Brief medical history

Insurance card and policy details

Disability certificate issued by Government of India
Photo ID

Cell phone (and charger)

Small amount of cash for incidentals

Blankets and sheets

Change of clothes

66600000000 0

Rain gear, like umbrellas, etc.
@ A bottle of water
@ Easy to carry food
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Home Emergency Information

Whether at home or travelling, apart from the above list, it is important to have
most things in order. Some things to keep handy (use the DIY lists in Section 3 to
record them):

The list of names and phone numbers of your healthcare providers
Contact details of family members and support network members
Names and model numbers of any medical devices

Copies of health insurance membership cards

Phone numbers of key services, including the local emergency
management agency, ambulance service, building manager or landlord,

and MSSI details

®© 0 0 o0 ©

22
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Insights from some Family Caregivers of PwMS

Common Caregiving Challenges

Financial burden

N
o

Coping/managing alone

|

Caregiver for carers

Unableto concentrate

w
©

Adequatesleep

|

Tired/exhaustion

w
~

Worrying

w
(o]

Feeling overwhelmed

Sharing caregiving duties

!

o
—
o

20

w
o
i
o
(€3]
o

=
o

B ves

Selfcare Routine
e 1%
* 3%

M Keeping positive outlook, Self-love l 4%
[l Pursuing hobbies
[l short walks 13%

Social activities

42%
M studying
23%

M Yoga, Exercise, Meditation, 0

Proper Sleep, Food
M None

%
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Insights from some Family Caregivers of PwMS

Relationship to PwMS

1%

38% 17%

[ Child [ Doctor Friend [ Parent ] Sibling [l Spouse

Time spent on care

1-5 hours 5-10 hours 10-15 hours 24/7 Occasionally
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Important Contacts - MSSI
Head Office

Registered office: #259, SeetaSadan, Flat No. 2, Ground Floor, Opp. Gandhi Market,
Sion Hospital, Sion (West) Mumbai - 400 022, Maharashtra, India.

+91-11-4109 2599 | +91-99537 04504

Email: homssofindia@gmail.com

Bengaluru Chapter

C/o Bosch Limited, Hosur Road, Adugodi, Bengaluru - 560 030. Karnataka, India.

+91-80-2299 2626 | +91-99450 12626 | +91-94484 78147

Email: mssibangalorel@gmail.com

Chennai Chapter

C/o BOSCH, “Sunnyside”, No.8/17, Shafee Mohammed Road, 2" Floor, Middle Wing,
Next to Apollo Children’s Hospital, Chennai - 600 006. Tamil Nadu, India.

+91-98843 14021 | +91-99621 00224
+91-99621 00256 | +91-98401 56003

Email: mschennaichap@gmail.com

Delhi Chapter

Counselling Centre & Office, 87A DDA Flats, (Ground Floor), ShahpurJat,
New Delhi - 110 049, India.

+91-11-2649 0087 | +91-99111 99326
+91-98110 12334 | +91-93122 10645

Email: mssidelhi2@gmail.com

Hyderabad Chapter
AMAN, 8-2-589/11A, Road No. 8, Banjara Hills, Hyderabad - 500 034, Telangana, India.

+91-93900 55598 | +91-93910 31711 | +91-98661 48427

Email: mssihyderabad@gmail.com



mailto:mssibangalore1@gmail.com
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Indore Chapter

510, E Block, Silver Lifespaces, Silver Springs Township Phase 2,
Near The Millennium School, Natya Mundla, Indore, Madhya Pradesh, India.

+91-98272 66539 | +91-97550 99703

Email: mssiindore@gmail.com

Kolkata Chapter

#1, British Indian Street, 3™ Floor, Room No. 305 B, Kolkata - 700069,
West Bengal, India.

+91-33-2262-7498 | +91-84206 55500

Email: mssi_kolkata@yahoo.co.in

Mumbai Chapter

#259, Seeta Sadan, Flat No. 2, Ground Floor, Opp. Gandhi Market, Sion Hospital,
Sion (West) Mumbai - 400 022, Maharashtra, India.

+91-22-2403-7390 | +91-22-2403-7399 | +91-98190 54998

Email: mssimumbai@gmail.com

Pune Chapter

B/109, Gera Landmark, 2/B, Kalyani Nagar, Pune - 411 006, Maharashtra, India.
+91-20-2661-4779 | +91-20-2665-0296
+91-93268 50622 | +91-99218 81597

Email: mssipune@gmail.com

For more details on
Caregiver Saathi workshops and tools
contact Bhavana Issar at

+91-98333 12168
bhavana.issar@caregiversaathi.co.in
www.caregiversaathi.co.in



DIY: Important Contacts - Doctors

Specialist

Neurologist

Contact Number

E-mail Address
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Address

Physiotherapist
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DIY: Important Contacts - Hospitals

Name

Address

Contact Number
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E-mail Address




DIY: Important Personal Contacts

Name

Relationship

Address
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Number
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DIY: Medical Information of MSP

Symptoms

1%t Detected

Recurrence Rate
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Doctor’s Advice




Guide for MS
Caregivers

DIY: Medication and Pharmacy Information

Medicine Last Dosage Date | Next Dosage Date Numbers Left
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DIY: Important Tests Calendar

Test Name Last Test Date Report Next Test Date

32
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DIY: Upcoming Doctor Visit

Doctor’s Name Visit Date Prescription Next Visit Date
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