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EDITORIAL

The word ‘doctor 'comes from a Latin word —DOCERE’ meaning to teach
or a teacher. Unfortunately, many times the medical profession forgets this
meaning, in favor of a long prescription. At least information about physical
ailments is easily available and misconceptions, if any can be corrected
with little difficulty. But this was not true of psychiatry till a few decades ago.
Today, psycho-pharmacology is one of the most active branches of
pharmacology. All over the world researchers are using advanced
investigative techniques and solving the riddles of neuro-chemicals that affect
the functioning of the mind. This has led to a more precise prescription
practice which also benefits the client.

Talking about ‘teaching’ the common myths and misconceptions about
psychiatry and mental health in general ,IPH has been successfully
conducting innumerable workshops, seminars and talks on varied issues —
schizophrenia being one of them.

IPH conducted the first conference on schizophrenia in 1990. Conducting
group sessions with the care-givers of schizophrenia afflicted people and
the recovering person himself has been going on in the institute for quite a
long time now. India’s first ‘Schizophrenia: The Rights Conference’, was
held on 6" MarcH, 2001, At Gadkari Rangayatan, Thane, organized by IPH.
The next was a 4 day residential workshop for the caregivers of
schizophrenia at the national level in January 2004.

Apart from the above, to reach a larger community, Dr. Nadmarni & IPH
were closely associated in the making of a feature film ‘Devrai’ (sacred
grove) on schizophrenia, (released on July-2004; excerpts of which are
published elsewhere in this issue). Dr. Nadkarni recently wrote a book-
‘Devraichya savlith’, with special contributions from others, on the different
dimensions of schizophrenia.

Special issue on schizophrenia

In this issue of Manas, we specially focus on schizophrenia to increase
awareness about this illness, and have included various articles from
patients, caregivers, mental health professionals and activists working in
this area.

| Thisissueof MANASissponsored by ZION Pharmaceuticals |




On6"MaRrcH, 2001, | PH organized for thefirst timeinIndia,  Schizophrenia: The Rights Conference’ .
Thiswasauniqueevent from many perspectives, such asgathering for therightsof Mentally ill, which
addressed the caregiversof these patientsaswell. Another first wasthe charter of rightsformed by
joint effort of Mental health professionals& caregivers. The charter given below hasbeen sent to
various Govt. officialsto assert therights of schizophreniapatientsasuseful membersof the society.

Charter of Rightsof peoplesuffering from
Schizophrenia

We the people suffering from Schizophrenia, their family members, well-wishers, helping
professionals from the field of Mental health services, activists of mental health domain
& citizens concerned about mental health Today, on the 21 century’s first year,
third month, sixth day, means 06/03/2001, desire to say....

The people suffering from the psychological disorder of Schizophrenia, as well as
recovering people in various stages, and their caregivers have right to lead a meaningful
and healthy life.

" The unfortunate tendency to label the sufferers stigmatize and ostracize them from
the social stream should be condemned and opposed at all levels of society.

Efforts should be made to develop maximum facilities to rehabilitate the people
suffering from Schizophrenia. Half way centers between hospital and homes, training
workshops for occupational therapy, day care centers with facilities for regular treatment,
entertainment, games, education etc. are necessary and should be built accordingly.

People who have been incapacitated due to schizophrenia should be included in
the category of handicapped. For them allocation to provide opportunities for self-
employment, reservations in employment, and also required financial help should be
made. Variable methods & guidelines should be established to assess the level of
incapacity of the sufferers.

This disorder should be included in the medical insurance schemes. And similarly
they should be provided latest medications at highest possible subsidized rates, even
after 2005 onwards.

The families with partly incapable, disabled sufferers of schizophrenia, should get
increased financial benefits in pension & voluntary retirement schemes, similarly such
sufferers should get maximum tax benefits for their financial investments. The sufferers
without any family protection/support should get sustenance allowance. Special legal
provisions should be made in the law of inheritance.

Help groups of these sufferers, their caregivers, mental health professionals &
activists should be formed in every locality. Through such help groups provision to
distribute medications at minimum rates should be made. Pharmaceutical manufacturers
should support such help groups. Information about legal rights of these patients,
assistance schemes as well as various facilities for them should be provided through
such groups.

" Awareness programs on schizophrenia should get maximum coverage through media
and through social & educational institutions.

Schizophrenia is not a social curse. Including these sufferers in to the social main
stream is not a favor / service done to them. To aid and appreciate the efforts of people
suffering from mental illness is distinctiveness of a developed and matured society.
Sincere efforts should be made to protect this distinctiveness.

We today make the resolution that while doing such efforts, in the course of social
promotion, we will assist according to our strength. And we heartily welcome every
person who agrees with these resolutions to join us.




A special screening was conducted of themovieDevrai’ on 8th of August 2004, on the same day
thisissueof Manaswaspublished. Thismoviea so amsat educating the masses about theillness.
It sdirected by Ms. SumitraBhave & Mr. Sunil Sukhtankar, who have made many moviesonsocia
issuesand won Nationa & International awards. A review about themovieisherefor our readers.

DEVRAI- THE SACRED GROVE
Movie Review by Ms. Deepali Lod.

‘Devrai’. The first commissioned film on mental health to see the light of day. A film that tries to
demystify schizophrenia, give it a human face. The film operates on the simple theme of a family coming
to terms with the disease and learning to live with it, realizing that the disease is not curable, but can be
controlled with medication. There is no permanent solution to it, only momentary reprieves.

What makes Devrai striking is the depiction of the mental landscape of the patient, using the
sacred grove as a symbol. The grove acquires mythic proportions in the mind of the protagonist, and is
the epicenter of all his delusions. On screen, as we see the inner world of the patient imposing itself on
the outer world, which we perceive as reality, we slowly realize how difficult it must be for a patient of
schizophrenia to deal with things around him. Ordinary, normal things can suddenly seem bewildering.
Small everyday activities can prove to be a challenge. And without the support of the family and friends,
dealing with the disease can be a daunting task.

The film stresses on the role that society can play towards the recovery and rehabilitation of
those afflicted with schizophrenia. It is up to us to change the outlook of society that views all these
people as ‘mad’, not realizing that this disease is chemical in nature rather than mental. It is caused by
a chemical imbalance in the brain which results in a diffused perception of reality. This causes the
hallucinations that can be controlled with regular medication. What we need to understand is that the
patient’s reality might not be ours but for him, it really exists. So, we need to empathize with the patient
first and then try to slowly convince him that what he sees and feels is, to a great extent, an illusion and
that he can control it himself.

In the film we see the patient’s brother-in-law, an educated scientist, who cannot understand his
plight. It is with exposure to information that his attitude changes to one of understanding. All this goes
to prove, that educating the masses is the only way in which we will be able to deal with a disease like
schizophrenia, and in its own way, Devrai has set a benchmark in this direction. Kudos to the directors
for conceptualizing and creating a sensitive yet hard-hitting film that will definitely pave the way for film-
makers of the future to create more such films. The film media is the most powerful of all and can reach
a larger audience than the written or spoken word. Also making a film that is not a documentary ensures
that a wider number watch and reap the benefits on offer.

Finally, I would like to conclude by saying that Devrai was one of the most powerful films that |
have ever seen... Afilm that lingers in the mind and captivates the soul long after the final credits have
rolled.

ON THE DIRECTORS AND THE CAST

What does a director do when asked to create a film on a subject like schizophrenia? If you
listen to what the directors of Devrai have to say, it was just a matter of walking into the grove, sitting
silently, and listening to their own thoughts. This was how the entire film was conceived.

Listening to the experiences of the artists, directly connected with the movie was a journey
into the backwaters of creativity. One realized that along with inspiration, a lot of hard, backbreaking
work was involved in the creative process. With the directors and the actors, credit must be given to the
Art Director, who designed the sets and found appropriate locations for filming this incredible movie.

The post-movie discussion was enlightening because of these very insights. From actress
Sonali Kulkarni, who first was unhappy with what she thought, was a one dimensional role, because all
she had to do was look worried, to Dr. Mohan Agashe who delved into his own experiences to impart
depth to his character of a psychiatrist and a caregiver. Not only does he offer professional care but
also counsels the family members of the patient (Shubharthi). This portrayal presents a different picture
to the audience, usually accustomed to callous, uninvolved medical professionals who just treat patients
like ‘cases’ and not human beings.

Sonali Kulkarni's character was of the patient’s sister, caught between her loyalty for her
brother and her duties as a wife and mother. Her husband, a highly educated man, cannot understand
the disease and the complications involved. He is a representative of society, who is scared and wary
of people with mental disorders. While these disorders are controllable, the common man, uneducated
in these matters tries to avoid and shy away from those suffering with diseases like schizophrenia. .3



The sister, out of compulsion has to learn how to deal with the disease, cope with an antagonistic
husband who is not initially supportive, but later changes as he learns more. Probably, the role was
appreciated more because there are thousands of caregivers, who cope uncomplainingly and whose
efforts usually go unacknowledged. The realistic portrayal brought tears to many an eye and the
crowd that surrounded the actress after the movie was testament to the fact.

Now the basic problem that is evident is how lack of information can give rise to prejudices.
Mental diseases are not easy to understand and pre-conceived notions make the challenge even
tougher to meet. Patients caught in delusions and experiencing hallucinations are seen as deranged
and having the potential to cause physical harm. This is not completely true and it is possible to
control these extreme reactions.

Atul Kulkarni, who has essayed the role of the protagonist in the film has done a brilliant job.
The directors spoke about his dedication, the hours of research that he put in, including visiting the
patients (Shubhartis), spending time with them and the caregivers (Shubhankars?), minutely observing
their gestures, postures, mannerisms, the way they formulate sentences and the various nuances of
their behavior. All this has resulted in a character that is true to life and one that the audience can
identify with. His reactions and the depiction of the world through his eyes, has been accomplished by
skillfully merging the two realities into one.

As we see our reality dissolving into his, we get a glimpse of what the world looks like from the
other end of the spectrum of the so-called ‘normal’ people. The scene where he is in hospital is
particularly fascinating. We see the hospital bed and the forest floor superimposed, the pictorial
depiction of the boundaries between his world and ours, basically the same, yet radically different. In
fact, after the film was completed, the experience moved Atul Kulkarni so much, that he composed a
poem, which has been included towards the end of the movie. English translation of what he says is:

No drumbeats but the wild is awakened,
Bird knows the nest but the path is broken
No one knows why the lost bird flutters
Chaos.... Chaos....
The poem nicely sums up the chaos in the minds of those affected with the disease.

A special mention must be made of the sound effects and the costumes, all very much in
keeping with the theme and the mood of the movie. Totally devoid of glamorous touches, the film is
very earthy and touches our heart. In the jungle of commercial cinema, a film like this sure to stand out
like a beacon, providing a safe and secure anchor to those seeking shelter from the wilderness of
mental disability. Films like Devrai can do a great deal by contributing to the awareness of the general
public.

Public Opinion & suggestions about the movie ‘Devrai’ (Sacred grove):-
Collected by - Gurudatt Kundapurkar

It is a greatly satisfying and touching experience to watch the movie.

High praise for direction which could extract such superlative performances from the artistes in a way
that was so natural up to the last detail.

Being down-to-earth yet without a trace of exaggeration or sensationalizing, the movie is effective.

| was shocked by my own ignorance and misconceptions about this mental disorder. So my attitude
and approach to affected families now is different.

The film is an advocacy of a holistic approach to an intense & overwhelming problem. Without being
a documentary Devrai shows the important roles the family, counselor, activity centre, support group have
in management of a shubharthis’s mental disorder, besides medical expertise.

The movie will certainly click. You better start working on its sequel, Devrai-Il.

Two of the families who took the initiative of showing Devrai to their shubharthis, confirmed there was
no adverse effect on them. In fact, they seem to have appreciated the movie.

Because it was a learning experience, | don’t mind watching Devrai again.

Different persons have played different roles in the making of Devrai. After watching it, | will be happy
to once again play the role of a producer!

No doubt it is about the problem of 1% of the population, shown artfully and intelligently. In my
opinion, however, it has to reach the majority 99% of the population to bring about attitudinal change. So
aggressive advocacy or marketing of the film is required to be done by all those who believe in the cause.
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Volunteer teams should be formed to show Devrai in VCD format to school and college students
who fall in the most vulnerable age group for the onset of schizophrenia.

Promote it aggressively as a normal commercial film rather than as a mental health care movie.
Otherwise, the purpose of creating awareness among the masses will be only partially served.

Itis a good and purposeful movie. Impact would have been much greater had it been made in black
and white, rather than in colour.

Unwittingly perhaps the movie portrays only women being empathetic & supportive, to the exclusion
of menfolk. Maybe this bias was preventable without any risk of demotivation of men caregivers.

Some film critics have recommended it be submitted as an entry to the Asian Panaroma & Switzerland
Film Festival. Prabhat theatre owners have liked it so much they are keen to screen it at the earliest.

Devrai is a unique theme converted into a work of art, yet with a clear message in a subtle and
smooth way.

Devrai seems to be the first ever feature film on mental health care commissioned by a non-film
producer. However, it is the second such feature film, next only to Shyam Benegal's Manthan
commissioned by the Kheda Milk Producers Cooperative Ltd., based in Anand.

So, SAA has created history.

Dr. Wani, founding president, Schizophrenia Awareness Association (SAA)
has been instrumental in starting varied ingtitutes of health carein India. Itaims
predominantly at educating masseson various mental healthissues. Onrequest,
Dr. Wani himself sent us his expert opinions about the book Devrai. He begins
with hisownindividual experiencesof coping with theillnesswhichwill prove
very valuableto our readers. His opinionsabout the Indian scenario are worth
noting.

Coping with Schizophrenia for 32 Years

By Dr. Jagannath Wani, Founder President - Schizophrenia Awareness Association (SAA)

Itis more than 32 years ago when our family had a first brush with the mental disorder of Schizophrenia.
Itwas in September of 1972 when my wife started telling me about our many relatives in India who were
about to do some thing bad to us. Initially | believed her. However, later the stories became weird and
she firmly believed that the answers to all her problems were printed in certain newspapers. It was
getting worse every day. She started hearing voices and many bizarre things began to happen. | did not
know how to deal with the problem or whom to approach in medical community in Calgary. | was
doubtful about any physician believing me about my “story” of the strange behavior of my wife. Afriend
of mine suggested that we see a Marathi speaking psychiatristin New York. We traveled to New York,
3000 miles away from Calgary, in the summer of 1974, to see Dr. Saraf. After talking to my wife he
correctly diagnosed the problem and put the label of schizophrenia.

| did not know the meaning of the word schizophrenia at that time. Dr. Saraf suggested to read the
book “I never promised you a rose garden” written by Joanne Greenberg. He also encouraged me to
contact a psychiatrist in Calgary. Things were not getting any better even after seeing a psychiatrist
and getting his treatment in Calgary. It was a traumatic situation for several years till 1980. Once
during emergency, we went to an emergency clinic of the local hospital. The psychiatrist on duty came
up with a very “simple” solution. He advised us to get divorced. It was a devastating advice. Of course,
| did not agree with him.

Things were getting worse till 1980. My wife stated neglecting her physical health. She was not eating
properly and her hemoglobin count went down close to 6, a very dangerous, life threatening, situation.
We had to admit her forcefully to hospital for her physical as well as mental health. Fortunately, we
were lucky to bump into a good psychiatrist during her treatment at the hospital. Things have been
under control since then except for minor hic ups once in a while. During all these years, | was lucky
to have friends who were very understanding. | never kept a secret about my wife’s iliness. Knowing the
situation, they understood on and off strange behavior of hers. They knew that their expectations had
to be lowered than what they would be under normal circumstances. 5



One thing | accepted was not to feel stigma and hide the problem. This definitely helped me in dealing
with the problem. It was also a factor in creating better understanding amongst my friends.

It is easier to find a shoulder to cry upon and earn sympathy of others than to accept the challenge
courageously and help others in the same plight as you are in. In March 1980, | met one such person who
not only believed in this principle but also practiced it. William Jefferies, founder of the Friends of
Schizophrenics in the Province of Ontario, was on a cross-country tour of Canada to create awareness
about self-help groups to deal with the mental disorder of schizophrenia. He had taken early retirement
from his position of a school principal to undertake this activity. He had lost his physician brother to this
mental disorder who was condemned to an asylum and currently he was dealing with a similar situation
in the case of his son.

He gave a talk show on local radio in Calgary and invited interested persons for a meeting to discuss the
issue. At the end of the meeting | promised him to take a leading role in establishing and formally
registering a self-help group in Calgary. He persuaded me to go beyond Calgary and form a Provincial
organization by involving Mary Fitzgerald from Edmonton. | agreed and on 29" July 1980 we incorporated
the Alberta Friends of Schizophrenics (AF0S) under the Societies Act of Alberta. (Later, AFOS changed
its name to the Schizophrenia Society of Alberta [SSA] on 21t August 1990.)

In Calgary we went on a major public relations campaign. It was a crisis situation for the fastest growing
city in Canada. The number of available psychiatrists in Calgary at that time was less than half of what
was needed for size of the city of Calgary. The local newspaper, The Calgary Herald, not only carried a big
report with interviews of afflicted family members and two prominent psychiatrists but it also wrote a very
elaborate editorial challenging the provincial government to deal with the crisis. More than 60 persons
attended the very first public meeting organized by SSA. Today SSA boasts to have close to six hundred
members in the province of Alberta.

Awareness was a major issue for SSA. The awareness program is a dire necessity, not only for the
general populace but also for general medical practitioners and the youth. Our first fund raising activity in
Calgary was to create a scholarship for undergraduate medical students to encourage them to include
schizophrenia as a special subject in their undergraduate study. The General Medical Practitioners
(GPs) are very much familiar with general physical health issues but not necessarily with the mental
health issues such as Schizophrenia. This creates problems in finding appropriate treatment, which
leads to further aggravation. We raised enough funds to create an endowment from which scholarships
could be awarded annually.

The mental disorder of schizophrenia strikes at the age around the youth, late in high school or in college
years. The afflicted person becomes a focal point of ridicule by the fellow students, which further aggravates
the problem. Creating awareness within the peer group of the afflicted person, students in senior high
school and/or in colleges, is as important as creating awareness in the general populace. SSA opened
another front to address the issue at this level. Compassion, understanding and cooperation from the
peer group can make life easier for the afflicted person. Awareness meetings, books and videos were the
tools used by SSA for this purpose.

While associated with all these activities in Calgary, | was deeply concerned about the same problem in
India. Since 1990 | was groping to find a group of people who will help me in starting similar activities in
India. In 1996 | happened to meet Dr. Neha Pande in Pune. She was heading the department of psychiatry
in B.J. Medical College. She took interest and with her help | was able to put together a team of founders,
which included four caregivers, a psychologist, a psychiatrist and a chartered accountant. In April 1997
we formally registered the Schizophrenia Awareness Association (SAA) in Pune.

I had, and still have, a dream of creating awareness in India about the mental disorder of schizophrenia
and eliminate stigma associated with it. Formation of SAA was the first step in bringing my dream into
reality. Fortunately, Canada based Maharashtra Seva Samiti Organization (MSSO) decided to share my
dream and took a leading role in raising funds to fulfill my dream and also in enlisting support of the
Canadian International Development Agency (CIDA) and the Wild Rose Foundation (WRF) to provide
matching funds. With the helping hand of K.S. Wani Memorial Trust, SAA is making a solid progress in
creating awareness, particularly in Maharashtra.
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Release of Devrai is a major step, or rather a leap forward, in the awareness program of SAA. Publication
of the book In the Shadow of Devrai within a very short duration after the completion of Devrai is in itself
a proof of the successful impact of Devrai. The credit definitely goes to the director duo, Sumitra Bhave
and Sunil Sukthankar, and the excellent cast they selected for the movie. The film Devrai, however, has
a limitation that only the people in middle and higher classes will identify with the movie but not the vast
rural population of India. Schizophrenia does not discriminate between the rural and the urban. Naturally,
there is a need for another movie where the rural populace will identify with the environment of the movie
and benefit from the awareness program. We hope that the director duo will accept this challenge in the
near future. Another limitation is that the film Devrai will handle awareness issue only for Marathi speaking
population. To widen the sphere of its impact, there is necessity of a Hindi version.

In India there is an acute shortage of professionals like psychiatrists, psychologists and social workers
specially trained in psychiatric care. Naturally it is difficult for these overburdened professionals to spend
adequate time with afflicted families. In this situation, forming a Self Help Group (SHG) or joining one, if
there is one, is a first step in dealing with the situation. The most important contribution a SHG makes
in bettering the lives of patients and their families is making them feel that “l am not alone.” This feeling
in itself is the first step in the counseling of the afflicted family. “Talking it over” is essentially the basic
principle of counseling. SHG fulfills this basic necessity. The members of a SHG also benefit from the
experiences of others in the group. It provides them an opportunity to know how others overcame similar
problems and to discuss ways and means to reduce their anguish. SAA has taken a leading role in this
matter and have assisted many other cities in Maharashtra to start SHGs in their respective cities.

We have made a start. With help from all concerned we shall make progress and together we shall be
able to help the families and persons afflicted with the mental disorder of schizophrenia. | am very
hopeful that my dream will come true.

‘Book Review’

Devraichya Sawal eet (In the sacred grove' sshade) isaninteresting & thought
provoking book written by Dr. Anand Nadkarni. It talks about the mental
IlIness—schizophreniaand itsvariousimplications. Thebook aimsto empower
the common man with valuableinformation about theillness. Thelucidlanguage
of the book & itsrich information has earned it encouraging reviews. Read
thisbook’ sreview by Dr. Anuradha Sovani, eminant Clinical Psychologist.

Some impressions of the cool shade of ‘Devrai’

I do not think | will attempt this review in Marathi. | read the book “Devraichya Sawaleet”, by Dr. Anand
Nadkarni, and sat for a while in the same frame of mind that the author describes after having seen the
film, which | am yet to see. He writes that he was silent, in awe of the sensory feast the film had brought
him, moved by the message it conveyed, awed by its potential to educate and de-stigmatize. Much the
same happened to me, after reading his manuscript. | marveled at the cadence of the language, the easy
shift from science to art; from the use of professional authority to make a point, to the emotional appeal of
personal pain and subjective experience. | marveled at the use of form to convey in multiple ways what he
intended to convey to his reader, and once again, the sheer mastery over language as a vessel of meaning:
Marathi that flowed smoothly, impeccably conveying what it was meant to. No, | do not think | will attempt
this book review in Marathi.

One begins reading a book like this with a certain mental set: a feeling that this is now going to guide us
to and through the experience of a film which has already raised expectations sky high with a brilliant
director duo, a well picked star cast, and a powerful and much needed psychosocial message. A sort of
glossy opera brochure? What you get, in fact is something very different. The book takes you with facile
style through the narrative of the film, and yet you do not feel, “Ah, now | know what it is about, so | need
not see it!” Rather, there are brushstrokes about the story, alternated with a taste of the visual aesthetic
with which it has been told. There are times, in fact, when it becomes too much of a good thing, and you
get the feel of being told the story of a film seen not once, but a hundred times by the story teller, so much
familiarity and identification is there with every frame. 7



What hits harder about the book, however, is the philosophy and motivation with which it is written. The
aim is to educate and empower the caregiver, and in the process, Dr. Anand outlines beautifully their
different facets: knowledge seeker, empath, confused questioner. Itis his quest to get the reader to see
how urgent it is that a strong support group movement starts in our country, how absolutely essential it
is to open doors, and de-stigmatize mental illness. It is this urgency that gets conveyed through every
page. Dr. Anand leaves no tool unused in his effort to say his piece. He uses every technique he has in
his armamentarium, from a didactic review of the history of mental health interventions, peppered with
research findings and names of the big daddies of psychiatry, to the fine points of film appreciation. From
the case study method, to the qualitative approach of personal sharing and self disclosure, talking about
his feelings as a child. From straight-from- the-shoulder Q and A, to appendices that highlight important
details. From excerpts of beautiful poetry by Indira Sant, and yes, Atul Kulkarni (which tells us how much
the actor got into the protagonist’s skin), to snapshots of comparisons with international classics on
mental illness.

That, incidentally, is the bonus of this book. For the price of a review of Devrai, you get free insights into
A Beautiful Mind, and Raatra Aarambh, given by a mind trained to appreciate the language of films. There
were scenes from A Beautiful Mind which continued to haunt you months after seeing the film, and now
you know why! | only wonder whether every viewer will see in Devaraaee frames, everything that Dr.
Anand saw: the content, the technique, the meaning meant to be conveyed. Perhaps that will motivate
the lay viewer to see the film multiple times.

Although Dr. Anand put paid to the anti-psychiatry movement and Szasz and Laing in a few words in his
book, what is moving is that he does believe in seeing the world as the person with schizophrenia may
see it, and genuinely feels that is a way to help the latter. Talking about the biodiversity of the sacred
forest, one smoothly moves over to the diversity of the human mind, and is coaxed into a willingness to
tolerate, understand, even appreciate human differences. There are times in the book when you sense
an impatience in the author, about the sluggishness with which other professionals, and educated laypeople
open their minds to the needs of the mentally ill, and the importance of empathy. A lot of the book is
devoted to this message, and at times a whip is cracked to shake society out of its apathy towards this
cause. Dr. Anand quotes Carl Jung on his views on the “human meaning” of delusions and hallucinations,
and at the same time exhorts the mental health community, and society at large, to see this.

And that was my gain from reading “Devraichya Saawaleet”, and my reason for choosing to review it. |
shared the author’s perception of the need for tertiary prevention, and the conviction of its urgency for
people with schizophrenia. | read between the lines the author’s joy at being a part of this wonderful
endeavor, and felt that by association, some of it rubbed off on me, too! Read the book, and you will know
what | mean.

Devraichya Sawaleet Published by: Majestic Prakashan,
Author: Dr. Anand Nadkarni

Date of publishing: 8" August, 2004;

Price: Rs. 150/-

Pages: 170

Ms. SavitaApte, Senior Clinical psychologist at | PH writes about schizophreniaand the need for
socid awarenessabout thisillness. Savitaiscoordinator of variousschizophreniaawarenessactivities
ranging fromtesting, research, rehabilitation effortsetc. morethan adecade now.

About Schizophrenia & its awareness:

Schizophrenia — this word was coined by Eugene Bluer, a Swiss psychiatrist in early 20"
century. Schizophrenia means fragmentation of thinking and emotions. As the meaning suggests
this illness is characterized by disturbance in thinking and emotional instability. Due to this the
person affected finds it difficult to communicate his thoughts, feelings & socialize. Judgement of the
person is also affected. The patient experiences hallucinations and delusions.



Hallucinations are sensory experiences without the presence of a stimulus e.g. the patient can
hear voices or see things which others cannot experience. Delusions are strong false beliefs about
someone or something which are not based on facts or reality e.g. the patient may feel suspicious
(paranoid) that people are against him/her or want to destroy him/her. Hallucinations & delusions take
the patient away from reality. Major cause of this illness is the neuro-chemical imbalance that sets in
the brain. Heredity, birth trauma, environment are all contributory factors of this illness.

1% of the world population is affected by schizophrenia. This data is based on the cases that
are reported. There are many cases that go unreported. Both males and females are equally affected by
this illness, but recently it is observed that males are more affected as compared to females.
Schizophrenia strikes between 17 to 24 years of age. In some cases the onset is around 13 years
which is called early onset. When the onset of the iliness is in the late adolescence, the patient may
find it difficult to complete his/her education, many times the education is completed with breaks. Some
of them may successfully complete the studies but may find it difficult to have a stable job.

Initially the patient exhibits different symptoms like getting irritated / angry easily, violent at
times, moves to tears easily, avoids socialization, prefers being alone, is fearful, talks irrelevantly, has
problems in attention and concentration, lacks personal hygiene, is always engrossed in thoughts, may
become suspicious about the intentions of people around him/her, may experience hallucinations and
his/her overall functioning is affected. The family members may feel that these are age related changes
and may never really take them seriously. But when the complaints persist they begin to be worried.
This happens especially when the functioning is affected to a great extent.

Indian families are not yet open to the idea of a ‘psychiatric iliness’. Most of the families try to
conceal this fact from others. Some religious remedies are tried, as they are acceptable in the society.
Many times it's too late when the family members arrive at the psychiatric clinic and the illness has
become chronic. It is therefore sensible to start treatment as early as possible.

Diagnosis of schizophrenia is a major blow to the family. Itis very difficult for them to accept the
fact that their near & dear one are suffering from schizophrenia. Psychiatric diagnosis is still considered
as a taboo in the Indian society. Family members feel stigmatized that they have a patient in the family
who is ‘mad’ (Pagal / Veda in local terms). They try their best not to talk about this problem to anyone,
their relatives or neighbors. This is true irrespective of the sex of the patient. If the patient is male and
is non-functioning, they worry who will care for them in their old age. Their role as a parent continues
even if the patient is an adult. The burden experienced by the parents is different when the patientis a
female. A girl child is often married even though she may be unable to take the household responsibility.
Unfortunately in many cases the daughter is sent back to the parental home and then stays there for
ever. These affected families many times feel isolated and secluded. The family members experience
anxiety, depression and their physical complaints also increase. A Canadian newsletter on schizophrenia
describes the family members as ‘walking wounded'.

Caregivers many times reach burn out level. They experience all types of negative emotions, go
into a guilt trip when they realize some of their faults in the child’s upbringing and feel worried about their
child’s future. Spouses of the patient also experience lot of emotional turmoil. They are not aware of
this illness during marriage or even if the onset of the illness is after marriage. When either of the
spouses is affected the other partner has to take the double responsibility of running the family. This
puts a lot of burden on them. Relationships are affected as it works mainly on the parent-child equation.
Sharing their problems with someone who can understand and empathize can help to unburden their
feelings. This is where the support group helps the caregivers in coping. At IPH the caregivers came
together to form ‘Suhrud’ the support group for the caregivers. Meeting twice a month and sharing their
problems has helped them to enhance and develop their coping skills. The bonding they have developed
encouraged them to extend their care and love for other patients also. Caregivers came together to form
‘Tridal’ a rehabilitation workshop for the patients. The non-functioning patients between 25-40 years of
age started attending this workshop, where they made cloth bags, paper bags, garlands, artificial jewelry
etc. With joint efforts of the caregivers these items were put up for sale on stalls. This gave the patients
a good experience in social skills development and confidence.

Along with the routine medical treatment such rehabilitation efforts help the patient to be part of
social mainstream. The more aware the society is about such illness, their acceptance also increases.
It is a gigantic task which the mental health professionals and the caregivers together have to face to
make the society aware of this mental iliness.

If you are a caregiver or a patient we all are with you. And if you are lucky not to be a patient or
a caregiver then take up the responsibility of creating awareness in the society so that the acceptance
of our dear “Shubharti’s” (the patients) and “Shubhankars” (the caregivers) increases and the society
becomes a better place to live in.
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NEWS SCAN

The regular programs like Little Beginnings (growth group for children between 3 to 5 years) &
Palakshala (parenting school) are consistently having enrollments from 15-20 participants per batch.

Maitra (Telephonic helpline) continues to have calls related to emotional aid and Manovikas (Community
awareness program) is carrying out its presentations both in and around Thane. Both these projects have
refresher workshops to update the volunteers with skills.

N group (stress management & self development workshop) is running its current 91 batch with a
very good response and so is our support group for recovering schizophrenics and their care givers (S
Group & Suhrud group).

Gati (group for slow learners) has started their new batch. Industrial programs and teacher sensitization
programs are undertaken continuously.

We just finished with a Teacher’s Sensitization program for BARC’s (Bhabha Atomic Research
center) teachers from their branches all over India with more than 50 participants. This 7 day module
covered not just ways of handling their own stress but also about effective handling of children to develop
healthy classroom environment as well.

Our team member senior counselor Ms. Pooja Thakkar (Educational psychologist) has completed
her Ph.D research project on Academic Achievement, Adjustment & Study habits of rural and urban
children. From Manas and all IPH team members we warmly congratulate her on her achievement.

Our new organizational clients for whom we have successfully done Human Resource Development
Training programs since last issue of Manas:
¢ Adventity (BPO), Thane
* Bisleri (A Parle group co.)
* Bank of Maharashtra
¢ |PCL, Nagotna
* BARC - Education society

REBT workshops:

IPH has been organizing workshops for professionals and non-professionals on healthy strategies of
helping self and helping others. These workshops are based on Rational Emotive Behavior Theory principles.
The workshop duration is 8 full days. Garware foundation, Saath Saath, Jnyan Prabhodini and Disha
counseling center etc are a few organizations who have participated in such programs conducted by IPH.

April 24 marks IPH’s anniversary program

This was an “invitees only” program, where IPH family members got together and the very first presentation
of IPH'’s fund raising activities was held. More than 200 people attended this program; all of them were
well wishers of IPH, including its staff and community volunteer project members and friends from early
days. Many of these members shared their experiences from 1990 onwards, the early days when IPH
started off with two tables and few chairs... People who joined midway, as well as most recent (youngest)
members too voiced their opinion which held glorious hopes of tomorrow. IPH's Mental Health Bonds
were also sold here for the first time!

MANOVIKAS UPDATE:

Come June and the Manovikas team gears up to conduct programs in schools for class X. Manovikas
held about 10 programs from June 1% to July 1%t of 2004. the team worked and put extra efforts in the
presentation of these programs.

A special workshop was held for the manovikas team on the 7t of July. All the 5 groups were rearranged.
Dr. Nadkarni also briefed the volunteers on fund raising for the new building premises of IPH which will
come up by the year 2005. dr. N also applauded the team for carrying out manovikas program very
efficiently. Dr. Nadkarni also spoke about circle meetings for fund raising for the IPH premises. In a circle
meeting 10-15 people who would be interested in donating funds for the special cause can get together at
a fixed time and place. One of the founder members of IPH will then brief the group about all the activities
conducted at IPH with VCD presentation. Adonor can also avail the facility of mental health bonds worth
Rs. 500/- where the donor will be eligible to attend any of the IPH in-house programs.

Ambernath: ateam of social workers have come up with a group of volunteers to work on the lines of
manovikas. This team got their inspiration from the book ‘manovikas — eka pravasachi kahani’. The book
includes how to start a group of volunteers and also other aspects on conducting such programs. Hats
off to this team! 10




One of theimportant stages of women’ slifeiswhen shereaches her 40’ swhich isthe menopausal
stagefor most of them. A lot hasbeen written about it. Wehereat | PH often comeacrosswomenin
thisstagecoming to discussvariousissuesrelated toit. Apart from giving them therapeuticinputs, we
came up with thisinnovative project of imparting information at apreventivelevel. Thisledtoour
workshop Ritu Hirava. Now read on...

RITU HIRAVA

(A workshop on menopause — a pause, not a full stop)

Who says women today are unaware of issues related to self, when talking about rational parenting.
Dr. Anand Nadkarni often quotes a typical notion or pattern of behavior which women frequently tend to
do. e.g. When eating a mango, a woman often gives away the main pulp for other family members while
keeping the seed (or gutli) for self. While all other workshops conducted at IPH gets a sort of ‘house full’
many days before the workshop itself), the number of registrations for workshop on menopause before 3
days of actual workshop was only 4 people. Haunted with this fear in the mind of the coordinators that
do women really need to be more aware, do they need to prioritize their issues or not? Thus, keeping
fingers crossed everybody waited till the D date.

However, to everybody’s surprise the response was over whelming. 25 women participated for
the workshop on menopause. Their participation was active and their reactions were excellent.

IPH conducted this workshop on menopause for the first time. The workshop was essentially
planned for women in the menopausal age... however other curious and eager women not in this age
were also welcomed.

This full day workshop was held on Sunday 4" July 2004. The topics covered were ‘kya aisa hi
hota hai?’ Dr. Ulka Natu (Gynecologist) gave all the necessary information with the help of slides on the
bodily changes that would take place during the period of menopause. Second session was on ‘Mani
manasi’ where Dr. Shubha Thatte (senior psychologist and trustee IPH), beautifully covered all aspects
related to emotions. The typical thought pattern and its appropriate responses were high lighted. The
session covered by Mrs. Madhavi Chitale (Beautician) gave relevant beauty tips.

This was followed by a session on communication ‘kay bai sangu — kasa ga sangu’. Awoman
may feel like telling a lot, but there is probably nobody to listen; nobody who can understand. Effective
tips on communication through role-plays were given. This was conducted by the coordinators themselves.
The last session was covered by giving essential diet and yoga tips for women with menopause. The
response to the workshop was excellent. A strong need for a follow-up session was expressed by most
of them in their feedback forms. A glimpse of one participant is as under. “| just completed my 40. |
was very curious to know about menopause. And | am really very much thankful to IPH to organize such
a workshop. Though we know about menopause through media, this workshop was a class apart. All
the sessions were very informative; all the fear about menopause has disappeared. We are mentally
prepared to accept the situation with a cool mind. Now | feel the information what | got is sufficient but if
I am in need of some help | will definitely contact IPH".

The coordinators of the workshop were Pooja Thakkar (educational psychologist), Sharmila
Londhe (counseling psychologist), Kusum Yadava (clinical psychologist) & Sujata Biswas (counselor).

Maitra: Your Emotional First Aid

Telephone & Email Helpline for People in distress
Phone - 538 54 47, Email: maitra@healthymind.org

Thisissue of Manasis Sponsored by
ZION Phar maceuticals

11




Dueto popular demand from our well-wisherswe started our Marathi section. Thisbeing aspecial
issueon schizophreniaweinvited articlesfrom caregiversand patientsthemsel ves about their experiences
inhandling theillness. Wehaveinteresting articlesherefrom them. Also 2 articlesfrom esteemed
coordinatorsof schizophreniarehabilitation activities.
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