
Several factors such as lack of information, 
lack of resources and stigma around 
dementia prevent people from seeking the 
care, advice, support and medical help that 
could dramatically improve their length and 
quality of life for what is one of the  fastest 
growing causes of disability and death more 
so after COVID. The number of people living 
with dementia is forecast to more than triple, 
from over 50 million currently, to 152 million 
by 2050. The numbers are expected to rise in 
India too.  Lack of knowledge about dementia 
leads to inaccurate assumptions about its 
effects on the person and their family, as well 
as negative stereotypes about how a person 
with dementia will behave. Evidence suggests 
that when people living with dementia 
and their families are well prepared and 
supported, initial feelings of shock, anger and 
grief are balanced by a sense of reassurance 
and empowerment. The focus of this year’s 
campaign Know Dementia Know Alzheimer’s 
is on increasing conversations around 
dementia globally. 

Dementia is an umbrella term which 
encompasses several causes. Alzheimer’s 
dementia is probably the commonest cause 
of dementia. Alzheimer’s disease is the 
most common cause of dementia in the 
elderly. The onset of the disease is insidious, 
generally occurring after the age of 55 years 
and increasing in incidence with advancing 
age. The average risk of developing AD is 
approximately 5% at age 65 years, and 
subsequently increases twofold every 5 years. 
The condition is slow in progression, largely 
going through 7 stages: Normal Outward 
Behavior, Very Mild Changes, Mild Decline, 
Moderate Decline, Moderately Severe Decline, 
Severe Decline and ending with Very Severe 
Decline.  

The clinical course of Alzheimer’s disease 
is marked by a gradual deterioration of 

intellectual function, a decline in the ability 
to accomplish routine activities of daily living, 
and enduring changes in personality and 
behavior. 

The neurobehavioral features of classic 
dementia of the Alzheimer type include 
difficulty in remembering, carrying out tasks, 
difficulty in reading and writing, getting lost 
and difficulty in finding their way back, and, 
impaired ability in calculation and abstraction. 
Visuospatial impairment is evidenced by 
environmental disorientation and an inability 
to draw figures or copy designs. 

Behavior changes in Alzheimer’s disease 
cause patients to become increasingly 
passive, become coarse in their display of 
emotions, and less spontaneous. Some 
of these symptoms may mimic those of 
depression, but more often they occur in the 
absence of a clearly depressed mood or with 
thoughts of worthlessness, hopelessness, 
or guilt. Depressed mood may be evident at 
some time during the course of the illness 
in 40% to 50% of patients. In up to 50% of 
patients with Alzheimer’s disease, psychosis 
with delusions of infidelity, theft, harm, 
or abandonment is encountered. These 
symptoms usually evolve as the severity of 
the dementia progresses. Hallucinations 
may also occur in patients with Alzheimer’s 
disease, but are less common than delusions. 
When they do occur, an aggressive search 
for co-morbid causes of delirium should be 
commenced. Such phenomena may be visual 
and auditory in nature. Other behavioral 
abnormalities frequently encountered 
in Alzheimer’s disease include motor 
restlessness, verbal or physical agitation, 
anxiety, catastrophic reactions, aggressive 
behavior, purposeless wandering, hoarding, 
and insomnia.

Late stage Alzheimer’s patients lose their 

ability to function and eventually lose 
control of movement. They are unable to 
communicate, even to share that they are in 
pain, and are more vulnerable to infections, 
especially pneumonia. They become 
bed-ridden and need 24-hour care and 
supervision. 

This is not the end of life that we dream of. 
Most of us have the dream of going through 
life happily and exiting in a peaceful frame 
of mind. That certainly does not happen for 
people with debilitating illnesses, especially 
for an Alzheimer’s patient who cannot even 
communicate. 

Which is why we advise and hope that 
persons with cognitive decline will come to us 
for an early diagnosis. This can only happen 
if people educate themselves about diseases 
that can inflict them in their advancing years.  
Cognitive disorder clinics and a holistic 
management path can be personalized and 
administered for both the patient and the 
caregiver. 

This World Alzheimer’s Day – Educate 
Yourself!
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by Bina Berry

Caregiving is part of a natural process and a 
part of every human being, every household 
– in some way or the other. The only question 
is, how aware are we of the importance 
of caregiving in any illness, more so in 
Alzheimer’s & Dementia. This year’s theme is 
Know Alzheimer’s, Know Dementia. Just as 
it is important to know about Alzheimer’s & 
dementia as an illness, it is equally important 
to know and learn about Caregiving for it.

In light of the fact that we don’t really have a 
cure for Alzheimer’s, caregiving remains the 
biggest tool that we have today in our hands. 
Hence the importance to learn more about it. 

The first stop for any family when they 
observe distressing symptoms of the disease 
is usually their General physician. Sad to say 
that it takes umpteen visits to the GP before 
the conclusion to see an expert takes place. 
Mostly the GP diagnoses it as depression 
and gives medicine for the same. Besides the 
fact that the family is misled, these drugs do 
more harm than good. What is required is 
knowledge on the part of the GP about how 
caregiving for such patients is needed right 
from the start. He should be in a position to 
direct the family towards caregiving as an 
important tool. The next stop for a family is 
the Neurologist or the Specialist. Here again, 
mostly, it is only the medication which is 
administered with no or very little guidance 
on how to manage the illness through 
caregiving or how to get in touch with civil 
society organizations involved in this field or 
to prepare a family for the hard times that 
await them.  

At both these stops, that is the GP and the 
Specialist, the role of caregiving can be 
highlighted. After the GP and the Specialist, 
comes the family. They now know the status 
of their family member who is suffering 
and also know that caregiving will be their 
only tool to tackle the illness. They are 
overwhelmed and afraid of what lies ahead. 
Can becoming a caregiver be that difficult? 
The challenges undoubtedly are manifold. A 
wife could face aggression, non-recognition 
and rejection by a husband who has 
Alzheimer’s; a wife with Alzheimer’s could 
face lack of proper care from her old and 
ailing husband; a parent could face total 
neglect from a child with no knowledge of 
caregiving. There have been many cases 
where siblings have tried to give up their 
responsibilities leaving only one to bear all the 
burden. Or there have been cases where the 
affected parent is shunted from one child to 
another, much to the detriment of the health 
of the parent. And there are cases where the 
caregivers themselves face extreme financial 
and mental suffering.  

Much of all this can be taken care of by simply 
understanding and knowing how caregiving 
can be administered right from the start.  
Caregiving is no rocket science, but it can be 
administered scientifically. The guidelines 
given out by ARDSI precisely focus on this – a 
step by step guidance on all aspects that 
impact both the patient and the caregiver. 
And we have a lot of people who come back 
to us appreciating the guidance that they get 
and the progress that they make with their 
patient because of these guidelines.  

Let’s look at some examples of what some 

advanced nations are doing in this field. Many 
countries have started creating social groups 
for caregivers to take care of high stress 
levels; they provide compensatory financial 
support to families; counselling sessions with 
early-stage Alzheimer’s patients with an aim 
to engage the patient with normal day-to-day 
activities for as long as possible; and many 
other such initiatives.    

This are just some examples and it is work in 
progress there just as it is work in progress for 
us here. Continuous exchange of ideas and 
information between countries helps to better 
everyone. Just as we can learn more about 
caregiving techniques from the West, they can 
learn about the virtues of the strong family 
support systems that we provide here. we 
need more conversations around caregiving. 
In one way or another, we are all affected. 
Eventually either we will be caregivers or 
care-receivers. with more and more outreach 
that institutions like ours are doing along 
with creating awareness, we hope that 
knowledge about Caregiving as an essential 
tool will become part of their prescription. 
Once doctors start looking at caregiving more 
seriously than just medicating, they too will be 
happier with the results when a well-cared for 
patient comes back for a visit. 

We strongly urge families to approach us for 
caregiving knowledge and guidance at the 
earliest signs and diagnosis of Alzheimer’s. 
Each family has a lot to teach us too as 
there are no set standards of behavior in 
people who are affected by the illness. With 
these cases, we better our knowledge and 
caregiving skills too.  

KNOW CAREGIVING



by Dr Vinod Kumar

Today, I called a premedical 
friend after 66 years to wish 
him on his birthday and was 
delighted with his zestful 
greetings even as he failed to 
place me or even recollect my 
face. Nevertheless, he was 
overjoyed and soon started 
reminiscing and recollecting 
with me about so many 
friends and nostalgic events 
of the yester years during the 
ensuing conversation that 
lasted for over 15 minutes. In 
the last 18 months of covid 
time, while senior citizens 
are holed up in their homes, 
it was my time to search out 
old friends and batchmates 
and I soon found myself with 
a bagful of mixed responses. 
Some had an active attitude of 
my premedical friend but some 
had varying degree of mental 
slowness, difficulty in recalling 
the past, shaken confidence 
or even depression as per 
account of their spouses. Not 
having interacted with them 
for decades, I had no clue as 
to what went wrong with those 
who became cognitively weak. 

But I went about looking into the concept 
of cognitively active super agers who are 
defined in the literature as people in their 
70s, 80s and beyond whose ability-whether 
it be their memory, way of thinking or even 
aerobic fitness-is of the standard of someone 
“at least 20 years younger”. Dr. Bradford 
Dickerson, a neurologist at Harvard-affiliated 
Massachusetts General Hospital and his 
colleagues have been studying super agers 
for several years. Their results suggest that 
embracing new mental challenges may be 
the key to preserving both brain tissue and 
brain function.

On average, middle-aged individuals lose 
approximately 2.24 percent of brain volume 
every year. In contrast, super agers lose 
around 1.06 percent annually, making them 
less prone to developing memory disorder 
like dementia. Researchers also found that 
some areas of the brain appeared thinner on 
functional magnetic resonance imaging — an 
indication of cell loss — in the older people 
who had word memorization problem, but 
not in those who had word retention power 
as well as younger participants. The thicker 
these regions of brain are, the better a 
person’s performance on tests of memory 
and attention.

There are umpteen number of brain 
challenging tasks that may preserve the 

memory and other cognitive functions and 
thereby provide a good quality of life in old 
age. Following table is a collation of some of 
these tasks.

COGNITIVE ENHANCING ACTIVITIES FOR 
THE AGED TO PROMOTE BRAIN HEALTH

Accomplish new tasks: Like new reading, 
preparing and listening to lectures, 
learning new musical instruments, 
unpacking and assembling newly 
bought gadgets etc.

Befriend grandchildren: To play puzzles 
& other mental games, engage with 
them in story-telling, playing riddles, 
antakshrees etc.

Chess playing & other games with 
friends and family: Other indoor games 
are like video games, carom and cards.

Dominant and non-dominant hand use: 
This is useful to stimulate both sides 
of the brain. Knitting is an example 
especially for women.

Explore the internet: Learning and using 
a computer is like treading in uncharted 
waters and is mentally stimulating. 
Therefore do online shopping, pay utility 
bills, submit income and property tax 
returns and driving license renewal 
application without depending on 

others even at the cost of temporary 
disappointment and frustration.

Fun with puzzles for self: Crossword 
puzzles for old timers but many recent 
puzzles and brain games of various 
kinds are available.

Gardening: Not simply a hobby but 
planning a garden too since arranging 
the plants and flower pots is also 
stimulatory.

Healthy humor: These can evoke a 
mental reaction for exchanging jokes. 
Laughter is the best medicine too.

Imbibe a new language and skill: It is 
a good new task for brain health in old 
age. Figuring how to tweet or skype is 
also useful.

Apart from enhancing immunity, listening 
to music also helps intelligence, memory 
and cognition and is supposed to 
stimulate both sides of the brain.

Finally, it is important to remember that 
as healthy brain begets a healthy body, 
healthy body also begets a healthy brain. 
Hence if we care for our body by eating 
right, exercising well, sleeping full and 
avoiding smoking, we are nurturing for a 
healthy brain too.

CHALLENGE THE BRAIN AND BE A SUPER AGER



by Renu Vohra

Covid-19 pandemic has presented 
unprecedented threats to the elderly 
suffering from neurological disorders 
like Alzheimer’s. There is an additional 
burden of stigma, abuse, ageism, 
financial impoverishment, loneliness 
attached to dementia. Disruption of 
nonessential healthcare services like 
closure of Daycare due to fear of infection 
affected the treatment and care of the 
Alzheimer’s patients. A delay of weeks 
to months may prove critical for people 
living with dementia. Especially an early 
diagnosis window of opportunity is lost.

Persons living with Dementia find it 
harder to comply with social distancing, 
usage of mask, gloves or sanitisation. 
The difficulty in comprehension of 
the above information manifests as 
agitation, restlessness, aggression 
and other problematic behavioural 
symptoms. Some older adults with 
dementia are often frail, with impaired 
mobility, respiratory reflexes are at a high 
risk of infection and mortality. As a result 
the caregivers role has become more 
challenging as dementia patients may 
not learn properly the use of personal 
protection elements, such as wearing 
facial masks, washing hands, and 
keeping social distance and complying 
with other safeguarding procedures.

These patients are likely to experience 
additional distress owing to absence of 
relatives, friends and neighbours who 
would normally visit them. There is also 
a strict limitation of social activities such 
as going for a walk, visit to a place of 
worship, going for a holiday or shopping 
which they did on regular basis. 
This social isolation is linked to more 
confusion in the patients with Dementia 
and may result in greater agitation and 
aggression as well as other unexplained 
behaviour.

Before pandemic engaging in social 
activities, preforming cognitive and 
physical activities and having productive 
daily routine had been the mainstay 
therapy. But now and during Pandemic 
lockdown all that reversed and strict 
social isolation had to be observed along 
with other quarantine guidelines. 

We encourage providing interaction with 
loved ones, friends and pets on digital 
services like zoom, FaceTime to the 
people living with dementia. Also most 

religious places are zooming their daily 
prayer services on digital platforms like 
YouTube which can be easily watched at 
their convenience. All the above activities 
increase the “contact time” for people 
living with dementia. This will help in 
improving the behaviour issues in the 
patient and reducing the stress on the 
caregivers. The caregivers as well as 
the visitors should be made aware that 
information delivery to people living with 
dementia must be performed slowly 
with frequent pauses, in short simple 
sentences preferably with the use of 
audio visual aids.

Vaccinations for Dementia patients and 
their caregivers, if advised by their doctor, 
should be given. Visitors should be 
wearing a mask for the entire duration of 
the visit. The place where the visitation is 
held should be well ventilated preferably 
outdoors. If the visitor has been exposed 
to anyone with the virus prior to 14 days, 
then postpone the visit.

Inform the family member immediately if 
the visitor develops a fever or symptoms 
consistent with Covid 19 within 14 days 
of the visit. Check the temperature of 
the visitor or the caregiver before they 
enter the home. Ensure that they wash 
their hands upon arrival and regularly 
throughout the time they are with the 

patient.

During highly contagious stage of 
pandemic we advise the family that there 
is always a possibility that the caregiver 
might himself/ herself get infected with 
the pandemic and is unable to provide 
required support. Alternate sources 
of care including friends, relatives or 
volunteers need to be planned and 
prepared in advance.

Since Dementia care in India is delivered 
mostly by informal caregivers usually 
family and women (wife, daughter, 
daughter in law, sister) there is an 
increased burnout strain on them during 
pandemic due to higher dependency 
needs. 

During and after the pandemic caregiver 
support is essential. Our team of 
counsellors at Alzheimer’s Related 
Disorders Society of India -Delhi Chapter 
have continuously provided that extra 
support to the families of dementia 
patients through tele- counselling and 
video consultation.

We aim to resume our Day care services 
as early as possible with due precautions 
and integration with tele- medication to 
reduce the delay in early diagnosis and 
care. 

Sources: alz.org; nature.com 

Challenges in Dementia care during Covid-19 pandemic



by Sharada Subramaniam

Amma always owned the room every 
time she walked into one. With her 
academic and professional qualifications, 
her social work, her stunning looks, 
and her immaculate fashion style, she 
always received a lot of attention and 
love. She taught English in some of the 
best colleges in India and at the age of 
45, made a name for herself as a lawyer. 
She drove, played badminton, tennis, 
cards, carrom, swam, and had a deep 
interest in philosophy and chanting. 
She could knit, bake and sew. She 
was President of the National Council 
of Women in India- an organization 
committed to help empower women in 
India. 

For my sister and I, Amma was the 
superwoman- she was 
an ace cook who kept a 
beautiful home, a strict 
yet very loving mother. 
After my father’s demise, 
she held our family 
together and played the 
role of a single mother to 
perfection. Till she was 
nearly 80, Amma kept 
good health- she was 
active, very fond of good 
food, and mentally very 
alert. 

Then around 2008-09, 
we noticed she was 
beginning to forget small 
things. She struggled 
with some words, forgot 
birthdays, showed 
indifference towards food 
and timings- something 
very unusual for her. As 
she was nearing 80, we 
presumed at first that 
it was a general old age thing and we 
just had to tell her to be more careful. I 
insisted that she spend the nights at my 
place and only go to her home in the 
mornings. She was too independent and 
proud to be completely dependent on 
anyone and we did not want her to lose 
that spirit. 

In 2010 I was transferred to Delhi from 
Bangalore and had to join my new office 
immediately. We decided to permanently 
relocate her in Delhi with us. The sudden 
change in environment and loss of 
familiarity made her nervous and she 
grew more restless and agitated. 

By then we knew she was showing 
definite signs of dementia and got her 
examined and treated at two well-
known Delhi hospitals. Even then, it 
was amazing how she could count 
backwards but would not remember 
what she had eaten that morning. She 
could recite the Vishnu Sahasranamam 
but was unable to recall names and 
incidents. Over the coming months, she 
became more disoriented, aggressive 
and was constantly trying to leave 
home to run back to what she thought 
was ‘her own home’ in Bangalore. She 
would lift her heavy furniture and drag it 
into her room, keep packing her things 
in suitcases or into bundles, and run 
outdoors as soon as we opened the 
door. 

Caring for an Alzheimer’s patient requires 
a lot of patience and understanding. Even 
with four of us and two maids at home, 
there were times when our patience 
was really tested. All of us were busy 
with our respective jobs/ studies, and at 
times it would become extremely difficult 
to care for her. While we could manage 
her basic requirements, we could not 
keep her entertained and happy, read 
to her or give her meaningful company. 
We wanted some break from caregiving, 
and we also wanted her to have a happy 
time in her sunset years. As I scoured 

the internet for some help, I came across 
ARDSI and immediately called them. Like 
manna from heaven, the ARDSI Delhi 
Chapter offered me exactly what I was 
looking for- a day care centre where my 
mother could spent a productive and 
happy 6-7 hours daily while being cared 
for by trained professionals, and regular 
access to the best medical treatment in 
the form of Dr Manjari Tripathi. 

After joining the day care centre, my 
mother started looking forward to 
dressing up and leaving in her taxi, to 
meeting the young caregivers and her 
fellow patients at the centre. Just having 
that routine in her life, and the various 
activities that ARDSI offered brought 
significant changes in her behaviour. 
She loved the music sessions, playing 

carrom, colouring, and the 
opportunity to travel daily 
in her ‘car’ (the ARDSI taxi). 

We as caregivers also 
found ourselves learning 
different ways to handle 
the disease better. She 
spent a content last three 
years of her life, thanks 
largely to the ARDSI’s care 
and we as a family are 
eternally grateful to the 
organization for helping us 
take care of our beloved 
Amma. The other activities 
and functions organized 
by ARDSI, including the 
annual picnic, were very 
exciting for her and she 
enjoyed them. On her very 
last day at the centre, as 
if she had a premonition, 
Amma hugged every 
caregiver and gave them 
a special goodbye. She 

passed away in May 2018, at home 
peacefully in her own bed, without 
having any need for hospitalization. 
She was walking about and remained 
active till her last day. Thank you ARDSI 
for giving Amma a happy, dignified, 
and peaceful last few years. What really 
touched my sister Jaya and me was the 
beautiful gesture from Col Khanna and 
her caregivers at ARDSI who attended 
her memorial function and presented us 
with a beautiful framed drawing made 
by our Amma at the centre. That picture 
occupies pride of place at our home and 
is a beautiful reminder of Amma.

The story of Kamala Subramaniam



by R. Narendhar

ARDSI National office initiated a talk series 
with a view to showcase caregiving 
experiences as a responsibility.  The 
aspect of caregiving originally starts as 
a forced compulsion and is thus seen 
as a burden pre-dominantly.  The talk 
series was aimed at strongly putting 
across the fact that caregiving is not a 
burden, and that it transforms into a 
responsibility through realization that 
people living with Dementia do not 
deliberately perform unbecoming acts. 
The underlying reason for these actions 
is the disease which makes them behave 
differently. Otherwise they are normal 
people who continue to deserve the love 
and attention they are entitled to.

This viewpoint was very well and strongly 
demonstrated with a series of talks on a 
monthly interval, from April to July 2021, 
involving caregivers from East, West, 
North and South regions. The program 
was well coordinated by the ARDSI 
National office using the virtual platform.  

• The Eastern region was represented 
by two brilliant speakers who were 
presently providing Care to their 
respective spouse. The Kolkata 
based speakers Jyoti Sethi and 
Rajah Banerjee brilliantly touched 
upon the aspects of caregiving and 
drawing joy from the opportunity.

• The Western region was represented 
by two passionate care providers, of 
which one cared for her father and 
another person cared for her father-
in-law.  The emotions of caregiving 

and practical aspects impacting 
their lives were quite authentically 
showcased by Geeta Iyer and Smita 
Desai.

• The Northern region talk was 
anchored by two eminent volunteers 
from Delhi Chapter viz., Y.P Singh 
and Bina Berry.  The talks touched 
upon the ignorance of caregiving 
due to lack of experience and also 
the stigma attached. 

• The Southern region talk had Sindhu 
N from Trivandrum and a young 
brother sister duo Smrithi and 
Alok along with their mother who 
was a dementia patient.  These 
caregivers showcased the nuances 
of caregiving and the positivity of 
love which was quite a learning 
experience.

The series ended on 31st July 2021.  The 
participants from across the country 
appreciated the efforts and the wealth 
of knowledge shared through this series 
and felt connected as they had similarity 
of incidents in their life cycle as caregivers 
to their near and dear ones. Another 
series is being planned by the National 
Office to capture facts that can bring out 
the knowledge and education needed 
to show caregivers that caregiving 
can still be enjoyed if we perceive and 
experience it in the right perspective as a 
responsibility.

BINA BERRY

“VISMRIT – A Journey through Alzheimer’s” is 
a profoundly moving story that touches your 
heart deeply. It is an intensely personal story 
of how Alzheimer’s can turbulently impact the 
life of a family. Though the central tale is of a 
beautiful, intelligent, vivacious and outgoing 
woman and her slow descent into a lonely 
space, it is also the story of her caregivers 
and how their lives are affected. 

The central character, Lajo’s story from 
childhood and death is told from the 
perspective of her caregiver – her daughter. 
Lajo’s journey began in 1929. It was an 
eventful journey beginning with a happy 
childhood, going through the trauma of 
fleeing across the India-Pakistan border while 
managing to safeguard her life and dignity, 
marrying a poor man and rebuilding her 
life. This is about her experiences as a wife, 
mother, grandmother, friend and her being 
part of a family consisting of innumerable 
relatives, before succumbing to the disease.  

In spite of not fully understanding the 
illness and its ravaging effects, the father 
and daughter duo emerge as successful 
caregivers, even if they do flounder at times. 
It is actually their family bond, love and 
understanding for each other that pulls them 
through remarkably.  

It is not a medical book but an intensely 
personal account to create awareness about 
dementia and Alzheimer’s. It is an effort to 
make people be sensitive towards the illness 
and not regard the person affected as a 
lunatic or senseless being. 

VISMRIT is an eye-opener, bringing out 
the many complexities of caring for an 
Alzheimer’s patient. It is of invaluable support 
for other caregivers and those who work in 
this area. 

Super Hero Spot light series
Caregiver Stories from across India on perfecting caregiving 

with responsibility

MUST READ: VISMRIT 
– A Journey through 

Alzheimer’s



ARDSI (Delhi Chapter) is a non-profit organization that works in the space of dementia & Alzheimer’s. 
Every donation made to the organization goes a long way in helping us to provide our services to 
people living with dementia and their caregivers.

Please send your donation cheques to the following address payable ARDSI – Delhi Chapter

ARDSI- Delhi Chapter
E-262, (Lower Ground Floor),

Greater Kailash-1,
New Delhi-110048

You can also transfer your donation by NEFT using the following details:

Account No: 602210100006299
Account Name: ARDSI-Delhi Chapter

Bank Name: Bank of India
Branch: Panchsheel Branch

IFSC: BKID0006022


