EDITORIAL

Year after year, all over the world, we observe the Mental Health Week; hold lectures,
awareness programs and other such things. We try, we hope; yet we find that, ignorance
and fear associated with mental illness brings forth a reaction of denial, disgust,
apprehensive avoidance or condescension.

Also, at times, a lot of empathy and warmth. And these are our islands of
sunshine- Mental health professionals, volunteers and caregivers. These, together with
the ever struggling ‘affected person’, form the pillars of a better society; one that is more
inclusive. The positive trend seen in our own OPD in the last four to five years or so,
certainly sings a happy note.

This issue is dedicated to you all, who make the impossible - possible.
Hope ... and good mental health for all. Cheers!!
Your Editors,

Mrs. Sulabha Subramaniam,
Mrs. Pratima Naik
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On the stigma of mental illness

Stigma is a sign of disgrace or discredit, which sets a
person apart from others. What is subtly implied and,
perhaps to my mind, the worst aspect of all, is that the
stigma cannot apparently ever go away! “Yet here's a spot”,

says Lady Macbeth, in Act 5, scene 1 of the famous
Shakespearean play, “Out, damned spot! Out, | say!” The
scene could well have been written for the stigma of
mental illness. “Here’s the smell of the blood still; all the

perfumes of Arabia will not sweeten this little hand. Oh,
oh, oh!” One can understand her lament, when we see the efforts that are poured into
psycho-education and public awareness campaigns the world over; and more specifically important
to us, here in Thane, through activity centers like Tridal, and landmark programs like the Dwij Awards.
Well, we seem to be on the road to success.

We have now come to realize that psycho-education is not enough. Letting the person with the
illness and his/her family, know about the true nature of the illness, is just part of the story; albeit an
important part, because perhaps the worse form of stigma is self- stigmatization. Hence, unless the
family understands full well, that this is an illness, not to be ashamed of and hidden, but to be
brought out in the open, discussed and treated, the stigma will not die away. At the same time, it is
as important, if not more so, that the community fully understands the nature of mental illness; and
hence, public education needs to be an important part of any anti-stigma campaign.

To my mind, when true scientific knowledge about the illness becomes the default option in the mind
of the public to explain the behavior of any mentally ill person, the blame game, the distancing and
the fear will decrease, and then finally cease. Research has shown, that negative opinions about
mental illness, indiscriminately overemphasize social handicaps that can accompany mental
disorders. People with mental illness are perceived as unpredictable and dangerous. Some mental
health conditions are also viewed as self-inflicted. People with mental disorders are perceived as
hard to talk with. The result, of course, is the distancing; separating ‘us’ from ‘them’. Such
misconceptions contribute to social isolation, distress and difficulties faced by sufferers, in
employment, due to status loss and discrimination. It is only when mental illness stigma is
recognized as social injustice that mass change will come about.

Here are some of the key factors that propagate the stigma of mental illness...........
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Shame

Blame

Secrecy

Isolation

Exclusion

Discrimination

Descent down this ladder can well lead to the private hell for the person with mental illness and the
family who suffers alongside, moving back and forth helplessly from being the damner, to the
damned.

The Shame of mental illness comes from misinformation, from ignorance that the person who is ill
is in no way at fault. There is an effort to keep the illness under wraps, like a shocking secret.

Or, one resorts to Blame: ‘they brought it upon themselves’, hence playing the game of “Blame the
Patient”, or of course, “Blaming Self”, thinking one did something wrong somewhere and “made”
the person ill.

Secrecy follows—and Isolation; keeping the mentally ill under wraps. One distances oneself from
all social occasions, school, and the community. None of this helps of course, and the stigma only
grows stronger.

Stereotypes of the mentally ill, that they are dangerous, violent, harmful, twisted and unpredictable,
serves to Exclude them from all social set ups, increasing distance between them and society even
more. Stigma is the cognitive component of social distancing, the way the mentally ill are
perceived. Discrimination is the behavioral component, how they are therefore treated.

Programs like Dwij Puraskaar help to completely reverse this process. They help to bring Glory
where there was Shame and Approbation where there was Blame. Tridal products’ sales being
carried out by Shubharthis themselves, is perhaps the best way to reduce social distance, to bring
the person with iliness squarely in the picture and to show that they can and will. After all, personal
contact is the best way to reduce stigma.

Edwin Markham, a scholar and poet, wrote these lines in a totally different context, that of forgive-
ness. But how appropriate they are in the context of destigmatization!

“He drew a circle that shut me out,
Heretic, rebel, a thing to flout

But love and | had the wit to win
We drew a circle that took him in.”

Dr. Anuradha Sovani,
Consulting Clinical Psychologist and Trustee, IPH
Associate Prof. Clinical Psychology, University of Mumbai.
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The Value of Caregiving

Schizophreniais one of the most challenging and
puzzling of mental illnesses, which affects the person’s

thinking, emotions and resultant behavior. Today, more
than 1% of the world population is affected by
schizophrenia. People suffering from it, experience
problems in perception (hallucinations); their thinking is
distorted, fragmented, which further develops into
delusions. They also find feeling and expressing

emotions very challenging. They have difficulty in
communication and their judgment is affected to a great extent.

IPH coined the term Shubharthii.e.the one who
is on the path of recovery to address people suffering
from schizophrenia. The onset of this illness is between
15 to 25 years, which takes away the most productive
years of life. A person who was a wellfunctioning
individual, gradually becomes a patrtially functioning or
non-functioning human being. The amount of
deterioration depends on when and at what stage the

treatment was started. Timely treatment and caregivers
support are the major contributors to good prognosis of
this illness. The ‘caregiver’ is the most significant person in the treatment process of schizophrenia,
who can make or mar the recovery. A family member who is basically involved in the supervision
and monitoring of the recovery process, one with whom the person suffering feels emotionally
close and comfortable, is a caregiver. It could can be an immediate family members or anyone
whom the person suffering from schizophrenia trusts emotionally.

In India, the available mental health professional and services catering to the needs of mentally ill
and their families would never suffice, if the families were not to handle the responsibilities of their
patients.

As mentioned above, schizophrenia restricts the ability of the patient to function as per his/
her defined role. These changes in behavior, personality, abilities, and emotionality of the loved one
can be extremely distressing for close family members. Caregiver’s overall life planning (goals)
need redefinition. They have to balance on a tight rope, when they cope with their own emotional
disturbance, while coming to terms with the disintegration of the loved one and handling their
behavioral problems, which are extremely trying.
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Stages of caregiving

Understanding the process of caregiving is a very puzzling task. Eminent mental health
professional, Patricia Howard summarized in 1994, the stages of caregiving, as follows:

Stage I: Perceiving a problem: Encountering difficulties and dilemmas.
Perception — A sense that something is wrong with the loved one.
Realization — Increased awareness of the severity of the problem.
Shock — Crisis reaction precipitated by unrelenting illness problems.

Diagnosis of schizophrenia is a great setback to the family members, who undergo a lot of
emotional turmoil, when they are trying to understand what is happening to their near and dear
one. In this stage, caregivers are (most of the times), trying to come to terms with reality, that

something is amiss with the Shubharthi. At times, itis taken as ‘age related changes’, as the onset
is between 15 to 25 yrs. Caregivers don't talk about this to anyone due to the stigma they feel.

Stage |l: Searching for solutions: Learning about the diagnosis of schizophrenia but
understanding little about the disorder.

Searching — Groping for information and assistance.
Struggling — Grappling with illness episodes and events, while attempting to understand the
nature of schizophrenia.

Suffering — Anguish and distress related to persistent illness problems.

The caregivers have approached the mental health professionals, but have a lot of unan-
swered guestions like, “Why is this happening? How long will this continue? Why; why us; why
me? How do | cope up with this? | am alone, will anyone help? | can’t talk to anyone and have to
endure all this. Is it because of me?” etc.

Stage lll- Enduring the situation — finding some meaningful support and gaining
understanding about schizophrenia.

Persistence — Continuing to help the child/patient.
Perseverance — Continuing in the persistent labor and worry of caregiving

Acknowledgement — Realizing that the illness is biological and chronic.

Caregivers achieve this stage when they get some amount of psycho-education, which
helps them to get fair understanding of the illness and the Shubharthi. Many questions that are
raised in the earlier phase are answered. It is very difficult for them to accept, that there will be
limitations on the functioning of their family member, suffering from schizophrenia. Caregivers are
determined to do their best, though there is pain and regret about the happening. Concept of
support group is considered a silver lining.
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Stage IV: Recognizing ways to care for ‘self’in the face of profound sorrow and continued
caregiving.

Acceptance: Coming to terms with the situation
Hope — A catalyst in the face of continuing grief and worry

Determination: Firm resolution to help the patient, self and others.

This is the stage of the caregiver with proper intellectual and emotional insight. The caregiver,
at this stage, has total awareness and acceptance about the limitations caused by the illness. They
hope to work on the abilities that the Shubharthi has preserved, and are determined to be of help
to others in a similar situation. Caregivers experience a range of emotions while dealing with this
challenge. They feel anxious about the future, fearful about society, depressed regarding the
happenings, guilt about their being the cause of iliness, anger towards the fate of self or sufferer
etc. At times, they tend to forget other roles and responsibilities, including their responsibility
towards themselves.

A shift from the role of just a ‘family member’ to a ‘care-giver’ is very subtle. When one
person in the family is suffering from an iliness, the other person takes charge of the treatment
process. Slowly the relationship is built, as the Shubharthi now starts considering this person as a
caretaker. A special bond develops between the two. This bond has different shades of helpful and
unhelpful emotions. A primary caregiver is a person who has total involvement and commitment to
the process of caregiving and makes this process, a part of his/her life goal. In Indian settings, the
caregiver, in most cases, shares the same roof 24X7. Some western societies define a caregiver
as the person who is with the patient for 4 to 6 hours per week.

It is important that the trio of patient, professional and caregiver, work as complimentary
therapeutic allies. It is not only essential to recognize and appreciate the contributions of caregivers
in the process of diagnosis, treatment and rehabilitation of the patients, but also to consider them
worthy of receiving independent input, both for the better care of the Shubharthi and better
adjustment of themselves.

We, at IPH, decided to acknowledge the contribution of these caregivers by calling them
‘Shubhankar’- the one who significantly contributes to the wellbeing of others. IPH team
regularly organizes training programs, aiming towards enhancing the Shubhankars’ caregiving
skills, helping them to cope with the challenges and emotional burden. Shubhankars learn to fight
the stigma and burnout, through the sharing sessions of the support group. Empowered
Shubhankars of IPH, along with the professional help and contribution of non-caregiver
volunteers, established ‘Tridal’, a rehabilitation workshop for the non-functioning recovering
Shubharthis. Tridal started as an experiment in rehabilitation in 2005, but today has an annual
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turnover of about Rs.1.5 lakhs to 2 lakhs. Last year, IPH introduced the novel concept of “Dwij
Puraskar-welcome back to life” awards, for patients recovering from severe mental illnesses and
also their Shubhankars. The efforts of caregiving were felicitated for the first time in the history of
mental health. This is our salute to all the Shubhankars.

Dr. Savita Apte
Founding mentor, Tridal ; Clinical Psychologist, IPH

First Person

Experiencing a caregivers’ workshop.

On the 27" and 28" of June, 2009, | attended a workshop on the role of caregivers of Schizophre-
nia affected patients. It was organized and held at IPH.

| had spontaneously enrolled myself for the workshop. The spontaneity stemmed out of the fact
that my dear wife was diagnosed with Schizophrenia. | had a desire to know more about the same.

The program took-off with the acclaimed authority on the subject Dr. Anand Nadkarni, presenting
the first session to the participants. He struck a chord, which set the tone. The caregivers were
catapulted in a new light by such a tone, as the participants listened transfixed, the shades of
antipathy/apathy was swiftly ejected from the minds of the participants. In its place was firmly
entrenched sympathy/empathy towards the affected dear ones.

Dr.Savita Apte, Mrs.Asmita Mokashi, Dr.Anuradha Sovani and Dr.Shubha Thatte, ably carried
forward the momentum gained. The explanation sought and provided was complete and satisfy-
ing. Patiently addressing the simple, and at times, agony-filled queries. Never once did it appear to
be an academic session. In hindsight, the organizers would never have wanted it to be one. It was
informative, realistic to the facts, while squashing all the myths and beliefs in no uncertain terms.

Special mention has to be made of Dr. Savita Apte and Mrs.Asmita Mokashi. Dr.Apte for traversing
the audience from technical terms to simple understanding, back and forth with supreme fluidity;
sympathetically answering the obvious, as well as the sprouting questions from knowledge just
acquired and wisdom, at times with anecdotes and professional experience.

Mrs.Mokashi for presenting fantastic support to Dr.Apte and Dr.Thatte in the skits and for sharing
her personal experiences. In fact, it would not be an understatement if one were to state, she
represented the persona of “A POSITIVE SUBHANKAR” to the participants.

To conclude it was an enriching experience in a complete sense.
With warm regards,

V. V. Shah
Caregiver whose wife is recovering from Schizophrenia
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Support groups’ contribution to Therapy & Rehabilitation

The paradox of our time in history, is that we have taller
buildings but shorter tempers; wider highways, but
narrower viewpoints. We spend more, but have less; we
buy more, but enjoy less. We have bigger houses and

smaller families; more conveniences, but less time. We
have more degrees but less sense; more knowledge;
but less judgment, more experts, yet more problems;
more medicine, but less wellness.

Because wellness does not only mean absence of
illness, but feeling good, facing odds bravely & the odds can be a dear one’s illness. People facing
a serious illness of a loved one, need to come together and look after their own Wellness. There are
different kinds of support groups helping this cause & here | am referring to caregivers’ groups.

“The capacity to care is the thing that gives life its deepest significance and meaning.” But still,
caregiving can be quite strenuous and demanding, specially in an iliness like schizophrenia,
which has social stigma. The demands of caregiving can be overwhelming, especially if you feel
you have little control over the situation.

How does a support group help ?

Remember that old adage; ‘trouble shared is trouble halved’. Being in a group, where all the mem-
bers are facing similar problems and have been struggling to hide it from relatives & society, there
certainly is camaraderie, and one feels free to share. The best ideas and solutions for taking care
of your loved one often come from other caregivers. The most important feeling, is the feeling of
‘belonging’, telling you: ‘You are not alone’.

Creating such network of caregivers is important, but it becomes difficult to create one, if you are
ashamed of asking people. You can talk to the other patients waiting in the waiting room of your
psychiatrist, medical stores where you buy medicines or spread a word around that you are inter-
ested in forming such a group. It becomes very difficult to form one in western countries, as the
patient does not stay with his/her family. The family members are often not involved in the day to
day care of the patient, and it is the responsibility of the state & mental health agencies. We, in
India, have a strong family support, not only close family, but extended family. In our ‘Suhrud’ group
at IPH, we encourage the caregivers to request the other family members to attend the group.
Bigger the social network, more secure feeling in the family.
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How does it contribute to therapy & rehabilitation ?

The group may not be directly involved in therapy, but the changed attitude of caregivers certainly
helps therapeutically. By attending the group, caregivers become more accepting & empathizing
with their patient, which in turn, makes the patient more compliant and co-operative. Less
emotional turmoil at home, keeps the emotional atmosphere congenial for responding to
medicines. When the patient feels that his/her family is actively involved in the treatment, it boosts
confidence & self respect. When family members do not feel the need to hide illness and discuss
it openly with other close family members, the patient becomes more comfortable and is not
alienated. With acceptance, caregivers can look at the compromised abilities in a less
burdensome manner and look at his/her abilities in a more realistic manner, which leads to better
rehabilitation. There is no pressure from the family to perform, but to learn to take it at his/her own
pace. At IPH our experience about the caregiver volunteers points to better rapport and openness
between Shubharthis & Shubhankars.

Our support group of high functioning schizophrenia patients, ‘Trend Setters’, is very stimulating
because the way these shubharthis have conquered (are functioning in spite of their illness &
medication) their illness, is very commendable. Their sharing in the group is very meaningful &
motivating to each other. One forgets their diagnosis while hearing their anecdotes, about the way
they have faced their earlier problems and introspection about recovery.

And to summarize (I hope it motivates potential ‘groups’) :

10 Tips for Family Caregiver

e Caregiving is a job and Respite is your earned right. Reward yourself with respite breaks often.

e Watch out for signs of depression and don’t delay in getting professional help when you need
it.

e When people offer to help, accept the offer and suggest specific things that they can do.

e Educate yourself about your loved one’s condition and how to communicate effectively with
doctors.

e There’s a difference between caring and doing. Be open to technologies and ideas that pro-
mote your loved one’s independence.

e Trust your instincts. Most of the time they’ll lead you in the right direction.

e Caregivers often do a lot of lifting, pushing, and pulling. Be good to your physical health.

e Grieve for your losses, (freedom, finance, loved one as you used to know him/her etc) and then
allow yourself to dream new dreams.

e Seek support from other caregivers. There is great strength in knowing you are not alone.

e Stand up for your rights as a caregiver and a citizen.

The best ideas and solutions for taking care of your loved one often come from other caregivers.

Dr. Shubha Thatte
Founder Trustee, IPH; Founding Mentor, Tridal; Senior Consulting Clinical Psychologist
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From “TRIDAL’ to “The Tree”

Dealing with mental iliness is never something
about which one can comfortably say: “Been there,
Done that.” It hits you like a bolt in the blue and pulls
you down to the depths of a bottomless pit of
permanent despair. Yet, there is hope. There are ways
to make life a bit less awful and a wee bit hopeful.
Medicines, counselors, psychiatrists, family, friends; not
to forget one’s own resilience and fight-back spirit, your
openness and cooperation; all these are vital

ingredients to make a come-back into the world of normalcy. Nothing helps more in this process,
than the feeling that ‘you are not alone’; that applies to the person affected and the family
members. Sharing and learning from others’ experiences, gives such a hands-on training in life’'s
most difficult task-coping.

Dr. Shubha Thatte, renowned psychologist,
founder member and trustee of IPH, addressed this
need, and roped in the abundant life-skill
knowledge in people, by starting a self-help group
called S-Group, for schizophrenia affected people,
“Shubharthis”. This group met informally about once
a month and took part in various brain stimulating
activities like quizzes, completing proverbs, word
building etc, under her guidance. There was also
sharing and discussions, akin to group therapy.
A similar group for caregivers, “Shubhankars”, was also started. In 2001-02, Dr. Savita Apte
chalked out a psycho-education module for her Ph.D. program, with elaborate trainings and
meetings for caregivers, initially called ‘Surudh’. Through these, the need for a day-activity centre
for Shubharthis emerged. The Shubhankars voluntarily and enthusiastically contributed towards
the corpus for this group, later named “TRIDAL”.

It began with the whole hearted involvement of Savita, Savitri and of course Thatte madam;

followed by Mrs. Mhaskar and later on, me. The initial activities were bringing vegetables from the
wholesale market, cleaning, cutting and packing them; candle making, painting Diwali lamps etc.
Later, as members and volunteers grew in numbers and so also, ‘ideas’, we made paper bags,
gift bags, costume jewellery, painted handkerchieves etc. for sale, mostly at IPH OPD, clinic and
public functions.

In 2004 annual VEDH program of IPH, providence had us put up our own stall of
sandwiches and our regular products. Thus began our journey to larger dreams. With each ‘VEDH’,
our productivity and efficiency grew; and in 2008, all the food stalls were wholly managed by
‘Tridal’. All through these years making products like ‘Calpro’ (nutritious porridge powder) and

various chutneys and esthetically made things, like gift envelopes, greeting cards, rakhis, mobile
11)
11

—/



pouches, jute clutch bags, bookmarks etc, has made TRIDAL a very viable, self-reliant project. It
has also taught all of us, coordinators, volunteers (caregivers and lay well-wishers) and Shubharthis,
the skills of planning, executing, and time management; and also given us the confidence and
motivation to take on more responsibilities.

The initial approach with which ‘Tridal’ began, was to develop skill, motor (muscle)
movements, socialization, confidence and emotional expression in Shubharthis, as these are
compromised in Schizophrenia. Though these remain the principal objectives, the need to
motivate through monetary incentive was seen, to improve regularity. The profit made by the sale
of products was distributed among the Shubharthi members, albeit irregularly to begin with. As
our products range and sale improved, the incentives became regular, larger and proportionate
to the regularity, work input and quality by each shubharthi. It was seen that girls benefited more
from all this; perhaps as they related better to the type of work (cultural stereotypes) and/or
attitudinal aspects (I must get better. This is my group, my work etc). It is also possible, that in the
existing group, the female members have a better prognosis. It is just our limited observation and
not a scientific fact.

The goals of the project have evolved from
rehabilitation and development, to being commercially
self sufficient and viable. We have seen minute to major
changes in some members, e.g. leadership, taking
initiative and responsibility, sense of belonging, self
worth and pride, relating proactively with others (within
the group of shubharthis and volunteers, and also other
members of IPH). Especially the high-functional ones
have benefited a lot. Some have handled stalls at .
VEDH own their own; some have been doing various jobs as part time/ full time staff at IPH.
Communication and posture has improved and become comfortable. They even are sensitive to
eachother’'s ups & downs. In all this, encouragement, positive regard, acceptance of the
limitations and understanding of the iliness per se, by significant family members go a long way.
Inclusion, (as against alienation and hiding the shubharthi due to shame or fear) in all spheres of
life by the family, improves the speed of recovery and makes them better adjusted.

A new support group, “Trendsetters”, has been started recently for high functioning

persons, who are well integrated in society, and are managing work and family life well. This is to
draw inspiration from eachother and be a backbone of strength.

From within ‘Tridal’, we are hoping to form a group especially dedicated to manage the
growing product range more efficiently, perhaps on a regular salary. This may serve as motivation
for those who lack initiative and zest to get better. A fine balance in development, rehabilitation
and financial incentive generation through commercial activities is the only way to take Tridal
forward.

Mrs Asmita Mokashi
Coordinator, Tridal; Psycho-educator Counselor, IPH
(as told to Sulabha Subramaniam)
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DEAR SISTER

You are the apple of my eye.
That's why | call you sweety pie.

Your smile is infectious,
Which is truly contagious.
When | see you in tears,
My heart breaks into pieces.

May God be with us year by year;

As sisters are together forever.

Neerja (Member — Tridal Group)
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My driving force behind working for the mental health issues

Not all things that we take up are for lofty ideals. More often, it is adversity, fear or frustration that
sets the wheels of action in motion.

| must give you a brief background of my past, to bring out what really drove me and sent me into
working for mental health issues. In a typical middleclass family, a daughter gets married and
leaves her parents, to go to her husband’s home. The son stays with parents and looks after
them in all respects. But imagine a situation where the reverse happens. Not being traditional,
often results in sticking out like a sore thumb in orthodox Indian families. That is what happened
in my case.

After his diploma in mechanical engineering, my brother started showing symptoms of a mental
illness called Schizophrenia, of which we were totally unaware. My parents started going to God
men and Tantriks. Those days the stigma attached to persons behaving differently from others,
was almost like being an untouchable. My parents virtually stopped stepping out of the house;
but idea of seeing a psychiatrist, either didn't strike them, or maybe they believed that a
psychiatrist is a doctor for MAD people. They said to me: ‘How can our son go mad? After all he
is such a good boy and fared so well in his studies.” My brother too refused to step out of the
house.

When all their efforts failed, the trauma devastated my parents and they didn’t know who to turn
to or whose help to seek. Therefore | called him to Madras (Chennai) — not for treatment, but for
change of scene and to give my traumatized parents a break. But | quickly realized that | wouldn’t
be able to keep him with me for long; because of the stigma and because people had awkward
questions that embarrassed my in-laws.

It was at that stage that | took my brother and met Dr. Menon of SCARF at Chennai. She
diagnosed him as suffering from Schizophrenia and directed me to take him to SCARF for
occupational therapy. It took us 10 years to come to terms with the fact that he was suffering from
mental illness. But, that also meant that we had lost 10 precious years in debating what was
wrong with him. Like in most other illnesses, early diagnosis and speedy treatment improves
chances of recovery by over 75%, which unfortunately we couldn’t give to my brother, despite all
our education and social background. That was really the crux of what inspired me to plunge
headlong into the service of persons with mental illness. That was 2 decades ago. | wanted to be
around to prevent families from committing the same mistakes of omission and commission, to
shed their stigma in the best long term interests of their ward.

But my objective could be achieved only through a family organization. So AASHA, which was
conceived on the landing of SCARF, was born. | envisaged a pro-active role for myself, in which
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| could help families. Over the years we turned AASHA from a family advocacy organization, to
an active and vibrant service organization. Today AASHA runs a full-fledged rehabilitation home,
housing nearly 30 members of both sexes. AASHA also has 3 retail selling shops & a paper cup
manufacturing unit in which we employ and remunerate persons with mental illness. Ever since
AASHA started its Employment Project, the number of successes AASHA has had, has been
very gratifying. In a period of 5 years, AASHA has been able to re-unite and re-integrate well
over 50 persons.

So what is keeping my motivation and morale at such a high level while working on mental health
issues? When they (persons with mental illness) come to AASHA for the very first time, they are
nervous, fidgety and hardly make any eye-contact. Then gradually, as he/she voluntarily starts
working and earning a salary in one of AASHA’s shops, the transformation in the patient is
glaringly obvious. His/her self-esteem and self-confidence becomes more and more evident and
the smile returns to his/her face. THIS ISWHAT HAS KEPT ME GOING-THE AMAZING TRANS-
FORMATION ON THE ROAD TO RECOVERY. Another way | can put this, is that my day seems
incomplete and dissatisfactory, if I've not been able to work on some issue on mental health or
do something for at least one person with mental iliness.

Ms. Ratna Chibber

President of AASHA, an NGO at Chennai;

Secretary of All India Federation for Mental lllness

[Editor's note : SCARF is Schifophrenia Research Foundation, an NGO in Chennai, India]

VEDH 2009
IPH’'s Annual
Career Perspectives Conference
12t and 13" December 2009
Theme: “Careers: The Key of Consistency.
For all enquiries contact IPH at :
Phone : (022) 25433270 / 25366577
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OLD AGE PSYCHOTIC EPISODES

Very strange and often confusing behavior is, at times, seen in the elderly, making the family

members confused and irritated. These, actually, are psychotic symptoms that are often seen in

old age (age >60 years).

Late-life psychosis poses a challenge to the clinician for determining the causes and treatment.

Psychosis is the term used for a broad spectrum of conditions, which display the symptoms listed

below :

1.

6.

Qualitatively different sensations and perceptions, compared to what a normal average
person can experience. (e.g. hearing voices, feeling suspicious about the intent of others,
including strangers and family members)

Presence of delusions (beliefs/convictions not in line with reality), and hallucinations
(sensations e.g. hearing, touch, smell, taste, sight, which others do not feel and cannot relate
to)

Insight into the iliness is often absent; though it may be present initially (before the intensity of
symptoms increase), or later, after treatment.

Judgement is impaired.

Socio-occupational functioning and personality deterioration is worse than other psychiatric
disorders (e.g. depression, anxiety etc.)

Personality deterioration is also worse.

Broadly, the patients fall into 2 categories:

1)

IN)

1.

People suffering from psychotic disorder from an earlier age and who have now aged: past
psychiatric history can distinguish them and they can usually be managed, based on their
past treatment.
First episode of psychosis happening in old age (discussed further): This throws everyone
off gear, as the patient starts behaving and speaking in a manner, far removed from his
persona so far.
First episode psychosis in old age fall into 2 groups:
Secondary to a medical condition: Many a times, the psychotic symptoms are a presentation
of underlying medical condition (earlier diagnosed or undiagnosed) which needs to be
evaluated and managed; e.g. tumour, electrolyte imbalance, high grade fever due to infection
in the brain, toxicity etc.
Neurological and Psychiatric conditions: Dealing with the central nervous system primarily.
The psychotic features can be a part of dementia process, mood disorders or a primary
psychotic disorder itself.

Presentation:

Sudden onset v/s gradual onset: Sudden onset of symptoms is more likely, to be due to an
underlying medical problem (delirium, cerebrovascular events, infections, electrolyte
imbalances etc.)

Longitudinal course of psychotic symptoms in relation to other psychiatric co-morbid
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conditions: These can point to the secondary nature of psychosis due to mood disorders
(depression, bipolar disorder), dementia (forgetfulness starting before the psychotic
symptoms).
Irritability is a common feature: Change in personality, inappropriate behavior, inappropriate
sexual behavior (might be secondary to delusions and hallucinations or might be a sign of
frontal lobe dysfunction)
Delusions: are generally of persecutory type and may lead to certain behaviors arising from
following typical beliefs or thoughts.
Others might harm self or family.
Someone robbing his/her possessions (which might be due to forgetfulness from dementia,
leading to misplacing things)
One is suffering from incurable iliness; one shall be punished for one’s wrong doings; one
possesses no worth or possession (might be the delusions in tune with their mood, especially
secondary to depression)
Delusion of infidelity (e.g. that one’s spouse, or a family member, is having an extramarital
affair or incestuous relationship)
Hallucinations — might involve auditory, visual, tactile (touch) modality
Auditory — common in schizophrenia
Visual : organic condition, substance (drug) related, might also be in schizophrenia. Charles
Bonnet Syndrome (Vivid visual hallucinations often starting after a cataract surgery)
Tactile: Ekbom Syndrome or delusional parasitosis (insects crawling on body, which often
they can “see” too)
Lack of judgement and insight might be a prominent cause of caregiver burden.
Lack of awareness on the part of caregivers/family members, leads to their trying to convince
the patient, initially, by focusing on the elderly person’s illogicality and irrationality of delusions,
but in vain; giving rise to inappropriate negative reactions (e.g. criticism, hostility, over inclu-
siveness, alienation, guilt etc.) towards the elderly person and contributing to the extreme
emotional distress of the family members.

Evaluating the patient:

Detailed history from patient and family members [as the elderly might not be able to give
details, especially if forgetfulness is present (dementia)]

Review of medication (including over the counter, herbal etc.)

Mental status of patient—to assess orientation (delirium), thought disorder (delusions),
perceptual abnormalities (hallucinations), mood (depression), judgement and insight.
Mini-mental status examination (MMSE) — for detection of dementia

Vision and hearing needs to be assessed which might be contributing to the psychotic
symptoms.

( 17 )



Investigations:
CBC, electrolytes, sugar levels, thyroid profile, vitamin B12, folate, urine analysis, ECG,
chest X-ray, CT, MRI (as indicated) especially important in presence of delirium.

Some important conditions:

Dementia — history of forgetfulness, MMSE
Parkinsonism: dopaminergic drugs can lead to psychotic features in susceptible patients.
Mood disorders: Psychotic depression, bipolar disorder, mood disturbances and vegetative
symptoms (sleep, appetite disturbances)
Psychotic disorders: Schizophrenia: usually early onset (< 40 years)

Late — onset (LOS) schizophrenia (onset>40 years) — rare

Very late-onset (VLOS) Schizophrenia (onset>60 years) — very rare

VLOS has a female preponderance; persecutory delusions and increased paranoia;

hallucinations in many modalities; lack of negative symptoms; less frequent family history.

Management:

Antipsychotic medications are the mainstay.
Other co-morbid psychiatric conditions need to be treated appropriately.

Points relating to medication, to be kept in mind by the treating doctor
(and the family):

Starting at low doses and increasing dosage slowly is important.

Side-effects: Preferably avoid day-time drowsiness, dizziness, postural hypotension, which
might be a cause of falls and lead to fractures due to presence of osteoporosis.

Drug interactions: as the elderly are usually on other medications for conditions common of
that age (hypertension, ischemic heart disease, diabetes, arthritis etc), it is important to
check whether the drugs may interfere with each other’s actions.

Family members/caregivers need to be psycho-educated about the nature of the illness and
appropriate coping strategies have to be taught, to handle their stress related to the caring of
elderly. It also helps to reduce the burden of care giving and to ensure a positive healthy and

supportive family environment.

Dr. Kamaljit Singh

Consulting Psychiatrist, IPH
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‘Dwij’ Puraskar — Making of the CD

In Hindu scripts ‘Dwij’ means ‘Reborn’. It aptly applies to those who have recovered from
serious mental disorder, and also to the caregivers who have seen their loved ones cope with
their mental handicap very effectively.

The Dwij Puraskar were to be awarded to those who coped with serious mental
disorders and were true brand ambassadors of mental health. For the first time in India, in fact
Asia, awards of such kind were to be announced. There were about 300 applicants from all over
Maharashtra. The caregivers also had sent in applications. These applications were screened
and scrutinized by a panel of judges; Dr. Shubha Thatte, Dr. Anuradha Sovani, Dr.Geeta Joshi,
Dr. Savita Apte, all Clinical Psychologists of repute. The short listed applicants were asked to
write down their experiences and how they coped with the illness. Later they were personally
interviewed by the judges and eventually selected.

And finally the Dwij day arrived. Sunday, 12" Oct, 2008 at Gadkari Rangayatan, Thane
for the first time, people would be withessing a special awards function. The auditorium was
filled with doctors, patrons, staff of IPH and patients, their relatives and well wishers too. The
scene was like a filmfare awards functions; but the heroes here were special, because they
deserved recognition and respect. These awardees had seen the other side of life very closely
and coped with their mental problems.

Sachin Gaonkar the executive producer (of DVD) was assigned to cover the award
function. Sachin is a sculptor by profession, and photography and video shooting is his hobby. In
fact, Sachin has been closely associated with IPH, its activities and various workshops. He has
also been a witness to the unique doctor patient relationship at IPH. He was covering an event of
such a huge magnitude for the first time. So | thought it best to talk to him in person, to know
more about the making of the Dwij Puraskar DVD. He said that covering this event was a big
challenge for him. The award (statuette) was specially designed and it had its own significance.
Its design showed a sleeping figure transforming into a rising open armed figure. A patch of
rough texture between these two forms (one can actually feel this, when one holds the award),
shows the difficult phase (read difficult times) that the awardee has gone through before coming
out in the open and working at conquering the illness.
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He had also filmed interviews of Dr. Sovani, Dr.Thatte, Mr. Kuldeep Datey and Dr. Anand
Nadkarni, to make it a part of the “Dwij” DVD. He put in some clipping of the Mental Hospital,
Thane, as well as IPH and US Vitamins (a Pharma Company), the joint torch bearers of
‘Dwij Puraskar'.

When | watched the DVD, | was actually moved when the awardees were narrating their
experiences. One needs courage and support from their dear ones to come out in the open and
say, ‘Yes! | have a problem and | can face it’; a salute to all those who have faced bravely, their
psychological problems and also to those caregivers who have actually stood by them through
thick and thin, and given them unconditional love and support.

What next? Manijiri Gokhale, Clinical Psychologist and team member of ‘Avahan’, an arm
of IPH responsible for making the Dwij Puraskar DVD, said that it was challenging experience,
and ‘post production’ was the most difficult part. But at IPH, we say ‘never give up’ and so,
conscious efforts from the whole team brought this dream to reality. This DVD has made good
sales at the IPH book counter. This also shows that more and more people are being aware and
want to know more about mental illnesses and their treatment.

Dwij documenting is the forthcoming project and all the team members are working very
hard on it. A twenty minute documentary on each of the awardees story and their whole journey
through their illness will be the theme of Dwij DVD 2009.

Ms. Preeti Gadiyar
Coordinator Manovikas, Communicator Maitra Helpline

Community Counselor, IPH
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The Depths

Ridiculous! Of course he was depressed. He didn't need a psychiatrist to tell him that. Nor did he
need pills that made him lethargic and sleepy. If he took them continuously, he too would end up
like the fat young girl who was waiting at the clinic. Her parents had told his parents that she too
was under the doctor’s treatment, but for schizophrenia — she heard voices. What business did the
parents have to discuss their children and exchange notes?

Prasad looked at the pill on his palm with distaste. Everything was wrong — the pill, the doctor, his
parents, the entire world — why, he himself had no right to live. He had not asked to be born, so why
did he have to exist? He once again contemplated suicide. That was what had alarmed his parents.
They did not think he had a right to kill himself. Nor did that stupid doctor with his loud tie and fancy
accent. He had to show that he was ‘foreign returned.

So, even his life was no longer his own. It belonged to his parents, to the doctor who had no
connection at all with his life and didn’t even know he existed before he saw him three weeks back.
He would show them — and he would show Maya too, who had spurned his love and had scoffed at
him. He would kill himself and have his revenge. Let her suffer the pangs of remorse!

What was there in this world worth living for anyway? He had been a good student, always among
the top three in his class. Yet, the job he had was nothing extraordinary — hardly got to use what he
had learned in at school and college. The others — who were less intelligent and less capable than
he — they got all the plum projects, while he was stuck with a client who firstly did not know what he
wanted, did not like what he was offered and had no clue about what to do next. Should he also
have become a sycophant — like the others — and got a more cushy assignment? Not for him. It was
better to be depressed than to be a ‘chamcha.

As the days passed, he continued to sink deeper and deeper into depression. He was neither
happy at work, nor happy at home, with his father's constant criticism and his mother’s yucky
doting — still giving him Horlicks, as if he was a child — and asking him if he had taken his fresh
underwear when he went for his bath. He was claustrophobic at work and suffocated by his mother’s
attention at home.

His colleagues and friends were crass. All they could talk about was sex — and movies — and
sometimes, sports. What was there in movies anyway, except sex and violence? And what was so
special about sex that everyone went gaga over it? It was just a necessity for maintenance of the
species, that's all. It was done by everybody, from the animals, the cave man, everyone on the
street and even his own parents. He would not have been born without it. It was probably the
commonest thing on earth. Then why make such a big fuss about it?
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He had been told to listen to music, but he had no ear for the rhythmic noise that masqueraded as
music now-a-days. Some of the old songs were good, yes, but he hardly got to hear them these
days. On the recommendation of the doctor, his father had got him a CD of classical music —
some ragas on santoor by some famous musician — Sharma or some such name — but he could
not understand the music, and the twang of the strings jangled his nerves. That was why he could
not stand the guitar either. He liked the flute though, its mellifluous continuity and lilting melody.
His favourite CD was that of Hariprasad Chaurasia, but his neighbour had borrowed it about a
month back and if he asked him, he would probably say “But | returned it three weeks back!” Even
his neighbours were of the wrong kind.

Wherever he turned, whatever he did, he only ended up in blind alleys, faced blank walls or was
at best, treading water — merely staying afloat, without making progress in any direction.
Everything, everyone, was conspiring against him. Even nature was conspiring to make his life
miserable. Only yesterday, it was a sunny morning but as soon as he stepped out of the house, it
started raining. Nothing went right with him. If this was not depressing, what was?

“Stop blaming others.” His teachers had said it. His father kept on saying it. Now, even his doctor
said the same thing. Then who was he supposed to blame? Why should he take the responsibility
for others, for events, circumstances and situations over which he had no control? It was silly.
Living was pointless.

What was there to live except life? In due course, he would marry, beget two kids, become old
and die. His two children would grow up, marry, beget children, get old and die. In turn, those
children would grow up..... the whole thing was so meaningless. If ultimately one had to die, why
not die now? Why drag on, suffering every moment, and in turn causing suffering to others? He
had to do something about breaking the cycle, the absurd continuation of life — why was it
necessary that one had to live, just because one was born?

Prasad took the pill from his palm. His own sweat had made it sticky. He got up, went to the
bathroom and flushed it in the commode, as he had been doing for more than a week. He washed
his hands, returned to his room, lay down on his bed and stared at the ceiling.

His father looked up from his newspaper, his wife was in the kitchen as usual, getting dinner
ready. Prasad was resting. "Must be tired. After starting the pills, he had quietened down
considerably". He wondered how long the doctor would want him to take the pills. He sighed,
cleared his throat and turned back to his newspaper.

C. Ravindranath

Volunteer member of Schizophrenia Awareness Association (SAA); Pune

[Editor's note: This is the typical thought flow of a person in a depressive episode, that the writer
has tried to create]
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Book Review: Ek Shodh Swatacha

a free and abridged Marathi translation by Drs. Mehendale & Oak,
of “Dibbs - in search of Self' by Virgunia M. Axline

This is a heartrending tale about Dibbs, a brilliant child with knowledge vocabulary,
observation and curiosity far beyond his age; yet labeled by his parents as an incurable retarded
child. His father was a brilliant scientist and his mother a highly skilled surgeon, and their sole
purpose in life was to achieve a reputation for excellence in their work. They felt that the
unexpected intrusion of this unwanted son had ruined their prospects, their marriage and their
lives. They were ashamed of him and hid him behind locked doors, as they considered him a blot
on their hitherto spotless image and reputation.

His mother taught him about literature, science, art, music, general knowledge and any
other subject she could think of. She mercilessly tested him again and again to check if he was
mentally retarded. As a result he acquired a vast knowledge, but the strain and effort almost
devastated him. He was sent to experts to confirm that he was mentally retarded, but was
declared absolutely normal, with a rider that it was probably the parents who needed counseling.

Dibbs was admitted to a school for normal children with the help of influence and large
donations. His condition defied analysis by the school authorities and his behavior oscillated
between childish and normal. After being deposited in school by his mother, he would stand
absolutely still, hanging his head down. His teacher would have to remove his cap, coat and
shoes. He would not communicate with anyone or participate in class activities. He would crawl
about on the floor and establish himself under a table or in a corner of the class. Any attempts to
approach him, would be met with bites, scratches and blows. He would continuously suck his
thumb. Dibbs had built a protective mental wall around himself to isolate himself from human
society which he feared & hated. He had, however, a great interest and curiosity regarding
inanimate things and creatures other than human beings, probably because they did not
communicate verbally and he could say to them whatever he pleased without the risk of an
unpalatable response.

Such was the five year old presented to Virgunia Axalin for play therapy, to be conducted
in the play room of the child guidance centre. She had observed him in school and found that the
school authorities had affection, sympathy and respect for him, in spite of his strange behavior.
He seemed to observe and listen to everything that went on around him; and carefully examined
books, toys and other objects in the class. Whether he understood or absorbed anything was
difficult to tell. Virgunia did not think he was mentally retarded. She was favourably impressed by
this fair and sweet five year old, with silky, curly black hair and large black eyes, full of longing for
someone to understand the tempest that was raging in his lovely heart. She agreed to treat him.

The play room and everything in it was solid and unbreakable, eliminating the need for
‘do’s, ‘don’t’'s and “look-what-you have-done”. It contained toys, dolls, toy soldiers, a doll's house,
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a sand pit, drawing and painting materials, a water tap, a sink and other such objects. It was a
child’'s own world, free from intimidation, interference, interruption or inhibition; where a child’s
thoughts and emotions could find free expression through the act of play. As a result, suppressed
thoughts and emotions become milder gradually, and were ultimately purged from the system.
Dibbs was able to work on his fear or the detestable walls and locked doors which imprisoned
him, by removing them from the Doll's House. He overcame his hatred for his parents and sister,
by subjecting them to the same atrocities they had inflicted on him like confinement behind locked
doors, contempt, indifference and harsh treatment. He would name toy soldiers as papa and
mama and combine them to the cellar of the Doll's House or bury them in the sand. He would
beat and abuse them. This made him more tolerant and charitable towards them and his sister.
On their side, they responded favourably and relations between them became cordial.

Dibbs had concealed all his abilities from his parents and teachers pretending to be an
average child. In the free environment of the playroom, he began to display his impressive
reading, writing and logical thinking abilities. He began to paint well, and create poems and sing
them. His imagination and ability to create stories was praiseworthy. He could understand and
operate gadgets like a toy telegraph machine. While Dibbs was doing all these things, he kept up
a running commentary reflecting his thoughts and emotions in the matter. Virginia would gently
and unobtrusively prompt him on, by saying “I See!”, “Is that so?”, “So this is what you think/feel”,
and “I understand that you did this because”. By this method she made Dibbs realize that the
playroom was only a small part of his life and the outside world was far more significant; that the
playroom was a temporary arrangement, and the outside world was his normal environment; that
the freedom, the abilities and the confidence acquired by him in the playroom had to be taken into
the outside world subject to the freedom and right of other people in the world.

With infinite patience, empathy and skill, Virginia gently nudged Dibbs towards recovery
just by encouraging Dibbs without forcing and by offering unconditional total acceptance and
positive regard. Under her vigilant eyes, an ugly duckling blossomed into a beautiful swan.

Mr. Sudhanshu Tilak
Correspondent, Manas

p
Remembering with love & wistfulhess our dear friend, a music lover -

Late Shridhar Joshi

A Tridal Group member, sincere, regular for many years, who left us on
November 3rd, 2008.

He lives, not only in our memories, but through those who got a new life through eye
donation - his wish honoured by his mother; a lady who rose above the ordinary, and

has recently donated generously towards TRIDAL - for Shridhar's friends.
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