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ur society relies on families to

provide care for disabled family

members. They provide 80% of

such care, and the financid
value of their work is close to $400 hillion
per year. If families did not provide this
care, it would add 15 to 20% to the costs of
health care in the United States.

| suppose there are people who believe
that there is nothing remarkable about
this. Aren’t families supposed to take care
of their own? It's basic morality, a fact of
lifein every human culture.

Perhaps, but it is aso afact about human
culturesthat families don’t have to bear their
burden aone. Extended family, neighbors,
members of on€'s religions, philanthropic
organizations, and other non-governmental
socid ingtitutions often lend a hand.

What about government? In modern, non
-communal, economicaly interdependent
societies, government has to fill some of the
gaps left by the shift from agrarian, commu-
nal societies to industrial and post-industrial
societies. And of course, governments do
step in. For example, in the U.S. Medicare
and especialy Medicaid pay for some help

in the home, for day services, and for ingti-
tutions such as nursing homes. In New Y ork
State the cost of long-term care in Medicaid
aone is about $12 hillion. Nationaly, it is
about $100 hillion. The fact is that govern-
ment does take on some of what would have
been family responshilities just a half-
century ago—though it doesn’'t do much to
support families who do not turn to govern-
ment to take over caregiving.

So those who argue that it is right and
natural for families to take care of their
own without assistance are just mistaken
about the facts of both human cultures
generally and of contemporary Western
societies. The question is not whether
government should provide care for peo-
ple with disabilities and support for their
family caregivers, but how and to what
extent.

This is a complex question because
there are so many different forms of fam-
ily caregiving.

o Parents care for young children and
adolescents with disabilities.

e Parents aso care for grown-up chil-
dren with disabilities.

o Grandparents and other relatives take
care of—indeed raise grandchildren,
nieces, nephews, siblings and cousins
because their biological or their adop-
tive parents cannot.

« Working age adults take care of their
parents, grandparents, or siblings.

« Married people and people in long-
term committed relationships take
care of their spouses and partners.

e Some children (as young as 8) are
providing care for siblings, parents,
and/or grandparents.

In addition to the differing relationships
of family caregivers and their family mem-
bers, there are different kinds of disabilities
that they address. Some are transient; some

see Addressing the Needs on page 30

The Challenge of Caregiving: A Personal Story

By Janice Fitzgerald
Executive Director
Parent to Parent of New York State

ents, spouses and other care-

ivers of individuals with ill-

nesses and disabilities do not

have special gifts. We are very

average people who tap into our superhu-

man strengths that everyone has, but don’t
aways need to draw on.

Twenty five years ago this Fall my life
changed forever. My son, John, who was
six-months old at the time, became very
ill. He was admitted to the medical center
in Burlington, Vermont and diagnosed
with Infantile Spasms, a rare and violent
seizure disorder. We left Burlington on
Christmas Eve in 1985 not knowing if he
would survive, and if he did live through
this period, there was no prognosis of
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what his future would hold. He did sur-
vive, the seizures did stop, but his mental
development was delayed.

When John was a youngster, his behav-
iors were a challenge to be around. Regu-
larly, his outbursts sent me, my husband
and our other two sons running for cover.
Between 1 and 5, he had an attention span
of less than 10 seconds; he required con-
stant and intensive monitoring. We live in
a rural wooded area and John would wan-
der off into the woods with no concept of
danger. He would wake up during the
night, climb out of his crib and wander in
our house. He would climb to the top of a
playground dide, out of my quick reach
and grab a handful of hair from another
child's head. It was impossible to leave
him unsupervised for a second.

Through all of this, we were aso try-
ing to be good parents to our other two
sons. For several years we were a house

divided — one parent staying home with
John, and one parent going to school
functions, scouts, parties or picnics.

We never gave up and John did pro-
gress. He started to talk when he was 5
and eventually he learned that there were
consequences to his behavior and there
were privileges to be earned when that
behavior was kept in line. He learned to
ride a bike and to downhill ski at 8.

When John was young his assaultive
behaviors were disruptive. As he got older,
we could no longer “wrap him up” or pick
him up and get him to his room. Butting
the back of his head into my face sent me
reeling. When John was 8 1/2, we were
finaly connected to a physician who was
able to prescribe medication that worked
for John. Once his behavior was under
control, he was able to learn and be more
involved in activities. Gradually he learned
accountability for his actions. He learned

and understood that as he got older, he
could be arrested for being violent.

Today, John is a responsible 25 year
old citizen who works hard and continues
to learn and mature. He is an Eagle Boy
Scout and works full time as a dishwasher
in adining hall at alocal private college.
He has his driving license and drives to
work. That was huge. He is a responsible,
cautious driver.

Fifteen years ago, | would not have
been able to write about al of this. My
emotions were so jumbled. It took along
time to come to grips with and accept that
one of our children had special needs.
There was bitterness and anger about
missing many of the things my other chil-
dren were a part of. There was the guilt of
not being able to share an equal amount of
time with our other sons. There was

see A Personal Story on page 39
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Being Your Own Caregiver When Therels Nobody Else

By IraH. Minot, LMSW
Founder and Executive Director
Mental Health News Education, Inc.

his issue of Mental Health News

examines the topic “Addressing

the Needs of Caregivers.” The

response to our theme was very
enthusiastic with many people indicating
how happy they were that we were exam-
ining this import and timely subject.
Throughout the many wonderful articles
in thisissue we take alook at many of the
needs and challenges facing caregivers of
people with mental illness and individuas
with other challenging illnesses.

There is one subject that was not cov-
ered in this issue's articles that came to
me when | sat down to write my column.
“How can a person with mental illness be
their own caregiver when there is nobody
else?” As a person who battled to over-
come a serious mental illness, | can tell
you from my own persona experience
that this situation does occur and is not
that unusual.

For me and many others, our fal into
mental illness came later in life after we
had left the care of our parents and en-
tered adulthood. For adults, the onset of
mental illness occurs after years pursuing
a career, raising a family or following a
divorce which then left us fending for
ourselves as single adults once more.

In my own case, my battle with depres-
sion didn’t begin until | was amost forty
years old, following a series of personal
losses. As the youngest of five children,
my parents were already in their late six-
ties. | was living at the time in Upstate
New York. My mother had recently lost a
courageous battle with cancer and my
father lived in Florida and was rebuilding
his own life. My friends, and four brothers
and sisters were located in other cities in
New York, Massachusetts, and Florida. |
was living alone, becoming quite ill, and
had no clue as to how to care for my deep-
ening depression. My illness grew in inten-
sity and lasted for over ten years during
which time | had to learn to be my own
caregiver. The same holds true to this day.

Now, some twenty years later, | am
able to tell you how | learned to be my
own caregiver when there was nobody
else. At times it seemed like an insur-
mountable task, especially when my ill-
ness was interfering with my thinking and
smothering me with negativity and hope-
lessness. | could have used a guidebook or
a roadmap to give me some direction, but
there was none. That's why | eventualy
went on to start Mental Health News.
Here are some helpful hints.

Educate Y ourself
About Your IlIness

Y ou can't begin to be successful as your
own caregiver or assist someone who is
trying to help you if you don't thoroughly
understand your own illness. Working with
and developing a trusting relationship with
your mental health professional and others
on your treatment team is a good place to
start. Even though it's hard to work with
people you don't really know that well, it is
important that you trust in them to help you

IraH. Minot, LMSW

to the best of their ability. In agood recov-
ery-oriented therapeutic relationship, your
psychiatrist and other treatment team mem-
bers should be willing to tell you about the
nature of your illness including: what it is
caled, what may have triggered its onset,
how it will be treated and for how long,
and what are the core elements of how to
manage it and if possible recover from it.
Carry a spiral notebook to write down your
questions and everything that you learn
aong the way.

Start With the Essentials

Everyone is different, but there are
some essentials that al of us require to
survive on our own. First and foremost
are the basics such as food, clothing, shel-
ter, hedthcare, transportation, and some
form of financial support. Many commu-
nities have organizations designed to
helps people begin their recovery. If you
have suffered a serious breakdown, have
no means of supporting yourself, and end
up in the hospital, you may be fortunate
enough to be given some form of follow-
up discharge plan. Ideally, this plan will
pair you with agencies in your community
that can help you with immediate needs
such as housing, obtaining financial sup-
port such as Medicaid, SSI, SSD and food
stamps, and provide you with outpatient
mental health and medical care.

Donald Fitch, author of the Mental
Health News column titled “The Econom-
ics of Recovery” has identified nine
“Essential Goals for Self-empowerment in
the Community for a Full and Balanced
Life” They are: (1) meaningful work, (2)
a happy home, (3) financial stability, (4)
family and friends, (5) spiritual well-
being, (6) education and skills training,
(7) good mental and physical hedlth, (8)
fun and recreation, (9) and accessibly for
people with physical limitations.

Build Your Own
Recovery Community

You may be your own caregiver, but
that doesn’t mean you should live in a
vacuum or on a desert island. One of the
best things you can do for yourself is to
surround yourself with the best treatment

professionals, advocacy experts, coaches,
cheerleaders and friends who believe in
you. It will take a community of people
around you to get through this difficult
timeinyour life.

Work With
Your Treatment Team

In a perfect world we are all being
treated by the best mental health, medical,
and support team professionals available.
However, due to financia reasons, loca
tion, and availability, this might not al-
ways be possible. Good treatment relies
on a supportive team effort and for you to
become an educated consumer. You
should feel comfortable asking questions
about your care. If you are expected to sit
still and not have any expectations of how
and when your recovery is to take shape, |
would be a bit worried. Some of the top
people in the field of mental health that |
have met are caring professionals who are
easy to speak with and encourage you to
expect progress in a reasonable amount of
time. Many medications can take weeks to
become effective, so you often have to be
patient and work with your doctor on this.
If however, after severa months you
aren’t fedling any better, or if the side-
effects of your medications are intoler-
able, tell your doctor and see if there is
another course of treatment available.

Some of the Best Therapy Can Be
Found Outside the Therapeutic Setting

One of the other best things you can do
for yourself is to keep busy and keep
moving forward in your recovery—
starting if you can from day one. Depend-
ing on your treatment plan, you may only
be assigned to going to outpatient psy-
chiatry visits to refill your medication
prescription when they run out, and one or
two counseling sessions per week. Some
consumers are placed in a daily outpatient
treatment program which is helpful when
you are in need of regularly structured
care. Depending on the hours, these types
of programs may only occupy your morn-
ings or end in the early afternoon. If you
are not employed or are only doing lim-
ited volunteer work during the other hours
of your week, look for recovery-oriented
activities to occupy the remainder of your
day. Treat your recovery like it's a full-
time, nine-to-five job. The most harmful
thing to do is to have hours of idle time,
sitting alone in a lonely apartment, rumi-
nating about your problems. Believe me
that's not good therapy, and can quickly
land you back in the hospital.

Many communities have organizations
that provide other mental health and re-
covery oriented resources for consumers
and families. There are vocational pro-
grams, nutrition and wellness programs,
drop-in centers, and advocacy programs
to name few. In addition there are organi-
zations such as the Mental Health Asso-
ciation (MHA) and the National Alliance
on Mental Illness (NAMI) which often
have recovery oriented programs you can
participate in. Some of the best things you
can do to advance your recovery can be
found in the company of other consumers
who are also working on their own recov-

ery. It's important to have friends that are
non-judgmental and who can share their
experiences with you on what has worked
for them in their recovery. Many club-
houses and drop-in centers offer more
than just a couch and TV to sit around,
and have structured educational, voca-
tional, and socialization programs for you
take advantage of. Get a pocket calendar
and schedule your week with activities to
attend—and don't forget weekends. A
good community Public Library can aso
offer you relaxing time reading a good
book or magazine, listening to music, or
attending a special class.

Telling Y our Story and
Helping Othersis Therapeutic

I never thought of myself as a spiritual
person, but when | finally began to re-
cover from my illness | had somewhat of
an epiphany. | began telling people about
my illness and how | had the idea to start
Mental Health News to help others find
their way through their own difficult
times. Throughout my ordeal | had been
filled with shame, fear and stigma about
my illness. What | found was that the
more | told my story, the more people |
met that understood what | had gone
through. Evenif they were not consumers
themselves, they had a brother, sister,
parent or friend who had struggled with a
mental illness. | found that by simply tell-
ing my story to others, | began to feel
better about myself. | learned that mental
illness is a medica condition that can
strike anyone at anytime, and that it was-
n't my fault. Since the career | had before
| became ill had long since been left in
tatters, | had no prospects of finding work.
| didn't realize it at the time, but my idea
to start the newspaper got me working
again, and at something | deeply believed
in—helping others. Even though | was not
getting paid to do the work each and
every day, the joy and energy that it pro-
vided to me was payment enough. | called
it my “labor of love,” and | think it played
amajor rolein my recovery.

Here's a suggestion. Find something
that you really like to do or that you are
very passionate about. There are peoplein
your community that will help guide you
down this path. Some are called vocationa
counselors and some are caled job
coaches. Try lots of different things if you
are not sure. Work at it alittle bit every day
and maybe you will find a new direction in
your life. Working at something everyday
that you enjoy is very therapeutic.

| believe that “pulling yourself up by
the bootstraps” (to the best of your ability)
is not only possible but is an essentia part
of the recovery process. Going through
this process not only helps our self-
esteem, but it helps lessen our fear of be-
ing alone and fear that we can not take
care of ourselves. As my brother Jeffrey
always said, to encourage me to overcome
my fears, “Left Foot - Right Foot.” 1t was
his simple and caring way of saying that
everything in life starts with taking that
first step. Taking your first step can be the
beginning of something wonderful.

Good Luck in Y our Recovery
Have a Wonderful Summer Season!
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Caring For Lesbian, Gay, Bisexual and Transgender Clients

And the ProvidersWho Serve Thaem

By Christian Huygen, PhD
Executive Director
Rainbow Heights Club

0 paraphrase Tolstoy: happy
clients are all alike — but un-
happy clients are each unhappy
in their own way. However, as
the recovery movement gains ground,
providers are finding that clients can have
a bewilderingly diverse array of ideas
about what would make them happy.

These days, clients can, and often do,
express recovery goas that include educa-
tion, work, love, and relationships, in all
their rich variety. Care providers are now
allies and supports for a vastly broadened
horizon of possibilities.

This new widening of the horizons can
sometimes make care providers feel un-
equipped to support the range of goals and
objectives that their clients are now ask-
ing for help with. What if a mental health
consumer asks a care provider for help
with finding a same-sex partner to date
and settle down with? What if clients ask
for supportive resources to explore their
gender identities? Care providers want to
help, but they may be uncertain about
how, exactly, to move forward with these
challenges. They may also feel confused
when clients ask for help in moving to-
ward recovery goals that either used to be
pathologized in the DSM (such as same-
sex relationships) or till are (such as the
exploration of gender identities that don't
conform to the gender the client was as-
signed on the day they were born).

That's why, several years ago, Rain-
bow Heights Club developed a training
program for mainstream care providers.
Care providers don't have to be LGBT
(lesbian, gay, bisexual or transgender) to
be effective and affirming with LGBT
clients. They just need some basic infor-
mation, and a commitment to do this
work. Rainbow Heights Club’s cultural
competency training program sets out to
give care providers the tools they need to
be effective with all the clients they serve.

We know (based on data from the an-
nua Community Health Survey conducted
by the New York City Department of
Hedth and Menta Hygiene) that between
5% and 10% of New Y orkers have same-
sex sexual relationships. These figures
don’t include LGBT people who are cdli-
bate, as many people living with serious

and persistent menta illness choose to be.
The numbers also don't include people
who identify themselves as transgender, or
who don't conform to stereotypica experi-
ences or expressions of their gender iden-
tity. (Unfortunately, research with this
population is still in its early phases, and
it's impossible to make accurate estimates
of prevalence at this time. However, one-
third of Rainbow Heights Club's active
client base is transgender or gender non-
conforming, which indicates that for many
people, affirmation of their gender identity
can be an extremely salient part of their
mental health recovery process.)

Rainbow Heights Club is a publicly
funded psychosocial support and advo-
cacy agency specifically serving leshian,
gay, bisexual and transgender people who
are living with serious and persistent men-
tal illness. We are located in downtown
Brooklyn, and we provide services to cli-
ents living in al five boroughs. We've
been providing our services entirely free
of charge since we opened in 2002, and
we now have over 500 members. Our
doors are open six days a week, with eve-
ning hours Tuesdays through Fridays.
Members help to plan, shop for, prepare
and clean up after an evening meal each
day. We even offer Sunday brunch.

We know that LGBT people often have

www.rainbowheights.org
718 852 2584

A project of Heights-Hill Mental Health Service South Beach
Psychiatric Center Community Advisory Board, Inc.

Support and
advocacy for
lesbian, gay,
bisexual and
transgender
mental health
consumersin
New York City

since 2002.

ahard time finding affirming and culturally
competent mental health services. LGBT
people seek mental health treatment more
often than our heterosexual counterparts,
but we often don’t find the support that we
need, which frequently results in our leav-
ing treatment prematurely (Garnets, Han-
cock, et a., 1991: Issuesin psychotherapy
with lesbians and gay men, American Psy-
chologist, 46:964; Liddle, 1996: Therapist
sexual orientation, gender, and counseling
practices as they relate to rating on helpful-
ness by gay and leshian clients, Journal of
Counsdling Psychology, 43:394). The
same NYC DOHMH community health
survey cited above aso found that gay and
lesbian people experience more poor men-
tal health, more smoking, more drinking,
more drug use, and even more domestic
violence than our heterosexual counterparts
do. In other words, we badly need compe-
tent and affirming care. (I say “we’ be-
cause I’'m amember of the LGBT commu-
nity myself.)

That’s why Rainbow Heights Club was
formed, seven years ago: to provide away
out of the isolation that multiple layers of
stigma can bring.

A study by Lucksted (in Hellman &
Drescher, 2004, eds.: Handbook of LGBT
Issues in Community Mental Health.
Binghamton, New York: Haworth Medi-
cal Press), commissioned by the Center
for Mental Health Services, summarizes a
number of issues and problems cited by
LGBT mental health consumers across the
country. In mainstream mental health set-
tings, they often feel compelled to hide
their sexual orientation or gender identity;
conversaly, inthe LGBT community, they
try to hide their mental health status.
Care providers often consider any explo-
ration or expression of sexua or gender
identity on the part of their clients to be
further evidence that the clients are men-
taly ill. Moreover, especially in inpatient
units and day programs, other consumers
are frequently derogatory or even threat-
ening toward LGBT clients. These obsta-
cles impede the recovery process and the
effectiveness of the treatment and services
being provided (for instance, see
Rosenberg S, Rosenberg J, Huygen C,
Klein E, 2005: No need to hide: Out of
the closet and mentally ill. Best Practices
in Mental Health, 1:72-85).

Unfortunately, mental health profes-
sionals have helped to create this situa
tion. Until 1973, the American Psychiatric
Association defined homosexuality as a
mental illness, and even today, people
who question the gender they were as-
signed at birth are considered mentally ill.
LGBT people with mental illness are
acutely aware of their dependency on
their care providers; as a result, they hesi-
tate to do anything that might cause pro-
viders to withdraw their care and support.
Many LGBT people have experienced the
loss of friendships, family relationships,
and the support of religious communities
as a result of disclosing their sexua or
gender identity. Unless care providers do
something to demonstrate that they want
to accept and affirm clients' choices re-
garding the expression of their sexua or
gender identity, clients are likely to as-

sume that their providers would rather not
hear about their sexuality, gender identity
and relationships. Even in New York
City, many LGBT clients state that they
have never dared to disclose to their own
therapists and psychiatrists the simple fact
that they are LGBT. Unfortunately, this
makes it impossible for care providers to
provide help where it is needed the most.

Rainbow Heights Club was designed
to provide a safe place where LGBT peo-
ple who have been struggling with serious
and persistent mental illness in isolation
can finally find the safety and support that
they need to support their recovery. We
offer support groups, activity groups,
Internet access, computer tutoring, cook-
ing classes, and most of al, asafe placeto
build socia skills and socia support.
Members help to design the program-
ming, plan the meals, and come up with
events and excursions. Many of them state
that Rainbow Heights Club is the first
place they have ever felt welcomed and
accepted, and the first place where they
have felt comfortable telling the complete
story of who they are.

Over the past seven years, we've con-
clusively demonstrated that when LGBT
people receive the support and affirmation
that they deserve, their ability to care for
themselves, and each other, dramatically
improves. Over 87% of our members say
that they are able to stay out of the hospi-
tal and in the community every year, be-
cause of the support that they receive at
Rainbow Heights Club.

Over the years we've provided training
to the staff of over 150 agencies, hospitals,
residences, clinics and day treatment pro-
grams. The staff at these agencies report that
since the trainings, they are experiencing
better relationships with their clients, and
better trestment outcomes, as a result of
improved ability to affirm and effectively
work with al of their clients, regardless of
their sexual orientation or gender identity.

At Rainbow Heights Club we believe
that it is vital to meet the needs of both
consumers and providers. Our members
receive direct support, and are encouraged
to take on roles of leadership and direct
participation in the club’s activities. We
reach out to providers to build referral net-
works and linkage agreements, but also to
share information and education that will
build providers competency and confi-
dence in working in an affirmative way
with the full range of their clients, regard-
less of their sexuality or gender identity.
The same values drive our work with both
consumers and providers. we believe that
if we give people a supportive environment
and the respect and safety that they need,
they will spontaneously grow past their
former limitations. | encourage al care
providers who have expertise in working
effectively with marginalized or under-
served populations to do the same.

Christian Huygen, PhD, is a licensed
clinical psychologist, and the Executive
Director of Rainbow Heights Club: Car-
ing for leshian, gay, bisexual and trans-
gender clients — and the providers who
serve them (www.rainbowheights.org).
He may be reached at christianhuy-
gen@rainbowheights.org.
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The Care Manager as Storyteller and Coach:

Giving Voice to the Caregiver’s Reality and Opening Doors

By Sonia Wagner, LCSW-R
Executive Director, Jewish Family
Service of Orange County, New York

magine being so consumed with the

work of caregiving that an eviction

notice doesn’t scare you. This true

story reminds us of how dangerous it
is for caregivers to feel disempowered and
how powerful storytelling can change the
lives of caregivers in crisis.

Janice was diagnosed with neck cancer
when she was only in her forties and rais-
ing two children with her husband. While
the cancer went into remission, she devel-
oped additional medical problems and
ultimately needed a feeding tube.

Her husband, Bob, worked full-time as
a salesman, and his job had provided the
family’s health insurance. However, there
were considerable out-of-pocket medical
expenses which totaled over $200,000.
Afraid to jeopardize Janice’s health care,
the couple tried to keep up with the bills.
Ultimately they sold their home and
moved into a mobile home park, but this
was not sufficient to keep them afloat.

By the time Bob called Jewish Family
Service, he was facing a pending eviction
notice. Returning home from work one
day, he had found Janice lying on the
floor, where she had been for hours, un-
able to get up by herself. He became in-
creasingly afraid of leaving her alone but
could not afford home care, so he gradu-
ally reduced his work hours until he was
no longer earning any money. Soon the
couple fell behind in their lot rent and
began receiving shut-off notices from the
electric company.

Sadly their financial situation was not
unique, nor was the calm attitude with
which Bob seemed to approach looming
homelessness. Like many caregivers feel-
ing overtaken by life’s increasing chal-
lenges, he had become numb to crisis al-
most to the point of inertia.

Seligman and Maier (Failure to escape
traumatic shock. Journal of Experimental
Psychology, 74, 1-9. 1967) observed the
phenomenon of learned helplessness

among dogs who “learn” not to try escap-
ing electric shock when earlier attempts to
escape fail. Seligman subsequently theo-
rized that people are similarly prone to

Sonia Wagner, LCSW-R

passivity and depression when their ac-
tions to better themselves seem repeatedly
ineffective. It’s easy to imagine how con-
fronting a debilitating illness of a loved
one and rising health care costs that reach
beyond a family’s means can leave a care-
giver feeling alone, disempowered, and
without a voice.

Bob needed to experience success in
working with hospitals, utility companies
and other systems. His story had to be told
— and to be told to the right people in a
way that they could hear it.

JFS care manager Stacy Ocko-Lulkin
likes to “present the person” by giving her
own impressions of the person in need.
Whenever possible, she makes her advo-
cacy phone calls while the individual is
sitting by her side and she invites them to
join the conversation once a warm tone
has been established.

“I’m calling you, with Bob sitting right
here beside me” she told one hospital ad-
ministrator, “He has been working so hard
to care for his wife who has cancer, is
eating through a feeding tube, and home-
bound. He’s come to us for help so that
he can pay his bills.”

The word “us” is very helpful in such
calls. It suggests that the care manager and
the administrator are on the same team. In

Do you need peace of mind?

addition, Stacy quickly addressed the fi-
nancial issue, suggesting that Jewish Fam-
ily Service will help Bob handle his accu-
mulated debt. Stacy’s tone of voice was
warm and professional, and she had the
credibility of the agency behind her. For
all these reasons, she became a person the
hospital administrator wanted to talk with.

Having engaged the administrator, she
could begin telling Bob’s story — and then
involve Bob in the discussion. First she
explained that Bob had become over-
whelmed with the daily responsibilities of
feeding, bathing, and keeping company
with a loved one, who had become more
and more ill over the years. “He was a hard
worker who had always paid his bills in the
past,” she said (helping the administrator to
identify with him) “and very much wanted
to fulfill his obligations now.” Bob
strongly reiterated these points.

A critical ingredient in any advocacy
call is a vivid description of efforts that
the client is making to solve their own
problem. Requests for local financial as-
sistance and attempts at saving money
should be discussed. In this case, Stacy
explained that Bob very much wanted to
return to work, a plan that was feasible
since Jewish Family Service intended to
help him secure daytime homecare.

She subsequently helped him apply for
Medicaid and connected him to the Office
for the Aging, the Department of Social
Services, and a managed care provider
that offered a home health aide. Just as
importantly, however, she coached Bob
on advocating for himself and ultimately
helped him find his own voice. As they
found more assistance, Bob began to feel
that he could help shape his family’s fu-
ture even in the midst of serious medical
challenges. This confidence was life-
saving as he ultimately needed to “make a
case” to Janice to seek essential medical
attention.

Exhausted from dehydration and mal-
nutrition, she was unable to consider her
treatment options and was consequently
declining all assistance without discus-
sion. With the care manager’s support,
Bob was able to step into his role as
health care proxy and secure necessary
treatment for her.

Like so many caregivers, Bob had
come to feel powerless. Helping him tell

Seven Advocacy Tips
Regarding Overdue Medical Bills

1) Keep even the smallest bills out of
“collections” by promptly calling the
billing department and expressing
your intention to pay. If your case is
in “collections,” ask if this is an in-
ternal collections effort (i.e. within
the hospital) or outside. The hospital
has less flexibility when an outside
collections agency is involved.

2) Request that bills be resubmitted
to the insurance company. Bills are
often erroneously rejected when first
submitted.

3) Review the medical bills and di-
rectly ask your doctor to assist with
appealing decisions regarding visits
or treatments.

4) Explain to the billing department
what has made payment difficult and
the steps you are taking to resolve
the issue. Make realistic payment
commitments — be truthful.

5) Ask about Medicaid and spousal
Medicaid.

6) Ask about “loan closets,” which
lend medical equipment for free.

7) Ask for a bill reduction. Hospitals
generally have some flexibility for
hardship cases.

Care managers and social workers
can help. Reach out to them.

his story, engender the compassion of
strangers, and speak up for his family was
a priceless gift that continues to touch his
life today.

Jewish Family Service of Orange County,
New York is a nonprofit social service agency
that strengthens families through care man-
agement, emergency financial assistance,
and supportive counseling. Services are open
to the entire community.

Are you concerned about a loved one who lives far away?

“JFS didn’t just help; they were friends to us.”

Flora, a client

Peace of Mind care managers will make home visits,

keep you informed about your loved one’s wellbeing,

and help you advocate with providers.

PEACE of MIND at Jewish Family Service
Call (845) 341-1173 or visit www.JFSorange.org
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Caring for Caregivers. An Integrative Approach

By Joan Barry
Direct of External Affairs
Wellspring

n often-aired television adver-

tisement for a depression

medication asks, “Who does

depression hurt?” The answer
is “Everyone.” Serious mental hedlth is-
sues bring unique challenges for caregiv-
ers of individuals who struggle with major
depression, bi-polar disorder and other
serious mental health issues.

Fortunately, the stigma of menta ill-
ness is no longer as pervasive in today’s
society. However, feelings of shame, fear,
guilt, grief or powerlessness can persist
for a parent whose child is ill. A child
whose parent struggles with mental health
illness may feel shame and guilt, thinking
that she caused it. The effects on everyone
are enormous - grief and loss emerge as
the familiar loved one dips into an atered
reality that mental illness can create; frus-
tration comes with the long trial periodsto
find effective medication, or with the de-
nia of illness and/or non-compliance with
treatment; fear of the medication not
working and worries about paying the
costs of treatment all compound a very
stressful situation.

Caregivers for people with mental ill-
ness often struggle with balancing devotion
to their family member and their own
heath and well-being. In a survey con-
ducted by Consumer Hedth Sciences
(CHS) and Mental Hedth America
(MHA), data was gathered from 1,328
family caregivers and 879 patients. It re-
veded that the mental health of many fam-
ily caregivers bordered dangeroudy close

to clinical depression due to the stressful
demands of treating and living with a per-
son suffering from schizophrenia.

As a society, we need to care for and
support families so that they can extend
compassionate care to each other during
moments of vulnerability, crisis and ill-
ness, and help them deepen a core of
strength and resilience. At Wellspring,
caring for caregivers is an integra and
vital part of the program as their loved
ones struggle towards heath. The next
section of this article was written by par-
ents of a former Wellspring resident.
Their honest story highlights some of the
challenges that come with caring for a
loved one with mental illness. The pain
they faced, and the love and devotion they
have for their daughter, shine through.

“Leaving our daughter at Wellspring
for residential treatment was daunting; she
was only 14 years old. We cried our way
home from Bethlehem, Connecticut to
Bedford, New York. As parents, we felt
bereft and heartbroken, but we trusted that
our daughter was safe and in the right
program — at least that was our prayer.
We found the lack of daily contact with
our daughter scary and unsettling. We had
no idea that the program would be such a
rigorous training for us as well. We were
asked to commit to weekly family therapy
sessions, during the workday, as well as bi
-weekly 3-hour Multi-Family Group ther-
apy sessions on Sundays. We were told
that new behaviors developed only over
time and, although we were anxious, the
process was slow. We had so much to

learn. During this process, we were con-
fronted, corrected, and eventually had to
bare our souls to the therapists, staff, par-
ents and even the residents. We were raw
and vulnerable.

As caregivers, we had to learn new
behaviors, communication skills, and
boundary settings to better help our
daughter. It was al uncharted territory.
There were ups and downs and lows that
we never imagined. We would look in her
eyes and not see the beautiful, energetic,
brilliant kid that we thought was our
daughter. Would we ever find her again?

At Wedllspring, we received badly
needed care. We learned that blaming
ourselves was unproductive and were told
that we did the very best job we could.
But, we continued to walk on eggshells
with our daughter until we realized that
we had to stop engaging in the dance.
Until we did, she would remain at Well-
spring. We learned to take back control as
parents, and very slowly began to experi-
ence the changes. We always knew we
loved her unconditionally but, as her par-
ents, our job was to create the structure;
her responsibility was to choose. That was
our family’ s breakthrough.

When our daughter was discharged, we
had all learned so much but were still un-
prepared for her re-entry to life as a teen-
ager. There were many breakdowns—and
there was no magic bullet. It would be a
long and arduous process. Ultimately, we
discovered that we needed to create a
team of support for her and for ourselves
aswell. It truly does take avillage to raise
a child, and we had help to find the right
villagers. Today, almost 4 years later, our

see Caring on page 40

PTSD, Anxiety, and Disordered Attachment

By Richard Beauvais, PhD
Co-Founder & Board President
Wellspring

st Traumatic Stress Disorder is

isted in the DSM IV as an Anxi-

ety Disorder, and rightfully so.

But trauma as a source of anxiety
is also a frequent component of disor-
dered attachment, except that trauma here
is from the cumulative effects of early
neglect and abuse, rather than the shock
of specific events considered more typical
of PTSD. When we examine symptoms
of disordered attachment — the lack of
trust, hyper-vigilance, an excessive need
to control people, heightened reactivity,
agitation — al resonate with high anxiety.
The neurobiology of cumulative trauma
aso shows effects similar to those of
shock trauma. Memory of early traumatic
mother-child interactions remains pre-
verbal or non-verbal, encoded in the brain
-body. These trauma-based reactive tem-
plates also trigger seemingly unrelated,
distorted and disproportionate responses
to circumstances and events. Because
these physiological, neurological and
emotional processes are sensory based

and reactive to stress, they tend to operate
outside of cognitive, verba processing.
Because they have no words and words
cannot reach them, treatment must incor-
porate other modes of processing than
cognitive-verbal approaches or behavior
modification alone. This has major impli-
cations for the treatment of traumatized
children, adolescents and adults.

First of al, treatment must be rela-
tional to have any hope of success. In his
seminal work on the neurobiology of af-
fect development, Allan Schore (1994)
shows how the brain is shaped by early
relational experience for better and for
worse.(1) The question is whether or not
it can be re-shaped by relational experi-
ence into later life. Siegel (2002), Co-
zolino (2002) and Farber (2000) al claim
that this can happen, because of the con-
tinued plasticity of the orbito-frontal cor-
tex, but they insist that it will only happen
through qualitatively different relation-
ships that provide closeness, caring and
support.(2,3,4) Martin Teicher (2003), on
the other hand, would disagree claiming
that the brain has become hard-wired by
the age of three, so that whatever has been
done to the child in terms of brain devel-
opment cannot be undone.(5) Although

the debate at this point remains unre-
solved, both positions can be true; for if
change must come from the quality and
consistency of relational care, that care
may not be available, regrettably, to most
of these children.

Bessel van der Kolk (2002), a recog-
nized authority on trauma, makes an addi-
tional point with respect to effective treat-
ment. “Because young children and
threatened adults cannot inhibit emotional
states that have their origin in physical
sensations,” conventional modes of treat-
ment need to be modified to incorporate
“bottom-up” rather than “top-down”
modes of processing.(6) In contrast to top
-down cognitive modes, bottom-up modes
are body-based, sensory focused and de-
signed to address the critical role of stress
in generating anxiety and trauma-based
emotional reactivity. Not only must treat-
ment work through the medium of rela-
tionship, it must also effectively manage
stress, so that the corrective emotional-
relational experiences from therapy and
parenting can have their healing effect.

Wellspring, a multi-service mental
health agency in rural Connecticut, has
combined relational treatment with bot-
tom-up modes of processing in its chil-

dren’s, adolescent and young adult resi-
dential programs. A cornerstone of this
approach, particularly with children, is
safe, healing and comforting touch.
Touch is a powerful medium both for
healing and for harm, because it directly
contacts the body, the senses and the emo-
tions. As a medium for receptivity and
mutual exchange between the physical
and psychic fields shared by people, touch
is profoundly relational. In the ability of
touch to provide comfort, it is aso an
ideal mode of bottom-up processing, be-
cause “touch activates the brain systems
involved in the regulation of stress re-
sponses.” (Panksepp, 1998) (7)

Because the misuse of touch (eg.,
physical and sexual abuse) has harmful
effects, risk prevention has tended to domi-
nate the clinical stage at the cost of clinical
effectiveness. “No touch” policies have
been ingtituted by many agencies to guard
against potential abuse, but more pointedly
to guard againgt the threat of litigation,
often without questioning whether more
harm may be done to children by perpetu-
ating the destructive effects of early touch
deprivation. What Wellspring has doneis

see PTSD on page 12
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wellspring «
The Arch Bridge School

The Premier Mental Health and Special Education Organization
in Litchfield County

Wellspring is a nonprofit psychotherapeutic and educational center dedicated to healing through relational approaches. Our peaceful
woodland setting supports a healing environment where residents, students, clients, and their families can feel safe to face
themselves, their issues and their relationships, in order to lead healthy and meaningful lives.

Family Caregiversof Children with Mental Health Needs

By Lauren Agoratus, MA
Parent

dill remember the presenter a a

workshop who mentioned that parents

of children with chalenging behaviors

are the second most stressed families
of children with specia needs. The other is
those with severe medicad conditions.
WEe re dedling with both as my daughter has
autism and is currently on the transplant list
for a new kidney, so hopefully | can share
what I’ve learned to help you on your jour-
ney as a caregiver of a child with mental
hedlth issues.

I had a “light bulb moment” when |
realized that not every mom was still dia
pering and feeding their 5 year old. It was
then that | recognized | also had an extra
role as a caregiver, which could possibly
be lifelong. | remember hearing from
National Family Caregivers (NFCA)
(www.thefamilycaregiver.org) that care-
givers may not have all the choices they
had before, or even like al of their
choices, but they still had the power to
choose. In our case initially it was dialy-
sis vs. transplant, then narrowing down to
the different types of dialysis or different
ways to do transplant. It was very em-
powering to recognize that the decisions,
athough difficult, were ours.

NFCA basically helps caregivers take
care of themselves while caring for an-
other family member. Y ou won’'t do any-

Lauren Agoratus, MA

one any good riding on “empty”. By tak-
ing care of yoursdlf, you can take better
care of your child. Also, the number one
concern for caregiversis finding respite to
take a break. More people enter institu-
tional care due to caregiver burnout,
rather than deterioration of their condi-
tion. There is a national respite resource
found at http://chtop.org/ARCH/National-

Respite-Locator.html to assist caregivers
in finding help locally.

| dso discovered that by finding out as
much as | could about my daughter’s condi-
tion, | didn't fed as helpless. | used the Ex-
ceptiona Parent resource guide which listed
dl the nationd organizations for specific
conditions; a free copy of their pocket guide
isavallableby cdling (800) E-PARENT.

Oneto-one support was the best initid
source of emationa strength. | found great
support from both Parent-to-Parent
(www.p2pusaorg) which matches trained
volunteer parents to families of children with
the same condition, as does Friends Hedlth
Connection at (800) 48-FRIEND. They dso
have an online community and workshops at
www.friendshedlthconnection.org.

It wasn't until my daughter was 7 that
she was diagnosed as having autism. She
was also threatening to kill herself, or us.
| found that many of the autism groups do
not associate autism spectrum disorder as
mental illness, even though it is listed in
the DSM-IV (Diagnostic and Statistical
Manual of Mental Disorders). The mental
health field is also catching up in the area
of developmental disabilities, and there is
now some crossover of resources for
those with a dua diagnosis (menta
health/developmental disability).

| found that the Federation of Families
for Children's Mentd Hedth was a good
source of information and support which
can be found at www.ffcmh.org, including
state chapters with local resources. Each

state dso has a Family to Family Hedth
Information Center, which you can find at
www.familyvoices.org. Another grest re-
source is the Parent Training and Informa:
tion Centers found in esch date a
www.taalliance.org/ptidirectory/index.asp.
PTI's can help parents with specid educa
tion issues aswell as advocacy in areas such
as ingppropriate use of restraints or not sign-
ing away parental rightsto get trestment.

The best source of support, however,
was from the National Alliance on Mental
IlIness found a www.nami.org. NAMI
has parent classes, advocacy, support
groups, NAMI Kids (recreational and
service outings in the community), and
free conference calls including “Ask the
Doctor” etc. They can aso help families
with issues such as minor consent for
mental health treatment, and involuntary
treatment, as laws vary among states.
NAMI’s philosophy is that a brain disor-
der is a brain disorder, period. It doesn’t
matter if it's childhood schizophrenia,
bipolar, autism, ADHD, Tourette's etc.
They help parents realize that mental ill-
nessis like any other illness, but the organ
affected just happens to be the brain,
which manifests as behavior. NAMI re-
duces the stigma associated with mental
illness. For example, you wouldn’t blame
achild for having heart disease. They also
use people first language, rather than de-
fining them by their ilIness.

see Mental Health on page 38
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CaregiversPlan for the Future

With Federation of Organizations Financial M anagement Program

By Barbara Faron, LM SW, CPRP
and Suzanne M cCarthy
Federation of Organizations

hat will happen when | am
not around? How can |
protect the future of my
loved one? These are some
of the questions that caregivers ask them-
selves as they search for reassuring an-
swers. After years of work helping fami-
lies to prepare for the future of their loved
ones, there is one point we cannot empha-
size enough: Start now! Learn about
available resources and begin to utilize
them while you are around to oversee the
results so that you can modify your plans
accordingly. There is much that can be
done to plan for the future and the sooner
you begin the better the outcome will be.
Federation of Organizationsis a family-
based advocacy group, incorporated in
1972, which has grown to a multi-million
dollar social welfare agency operating pro-
grams in mental health and aging on Long
Isdand and in New York City. Sincel992
Federation of Organizations has assisted
families to ensure long-term security for
their loved ones by providing Financial
Management Services and administering
trusts that assure continuity of care and
responsible use of financial resources.

Barbara Faron, LM SW, CPRP

The program originated to meet the
need for Social Security Representative
Payee services for individuals who, on the
basis of a psychiatric evaluation, were
found to be unable to manage their

money, often because of problems with
substance abuse in addition to serious
mental illness. Serving Suffolk County,
the program is designed to assure that
client funds are spent to maintain basic
necessities of life such as food, clothing,
and shelter.

The Financiad management Program
receives Social Security (SSA) and Supple-
mental Security Income (SSI) payments
and dl other income on behalf of the client.
The financial manager and the client work
together to plan monthly expenses and
identify spending goals. The program
makes payments directly to vendors and
distributes the client’s persona needs al-
lowance on an agreed-upon schedule. The
financial manager assists the client with
budgeting, planning, and saving for the
future. We report any changes in the cli-
ent’s status to the Social Security Admini-
stration and ensure that the individua re-
ceives al entittements. An annual expen-
diture report for each client is submitted to
the Socia Security Administration.

During the course of operating the
Financial Management Program we
learned that sometimes clients find them-
selves with large one-time payments that
can be placed in a trust to preserve the
money for long-term use without disrupt-
ing eligibility for benefits. In the padt,
without a trust, people were forced to

spend down any windfal or inherited in-
come and/or remain ineligible for benefits
until the resources were exhausted.

Using a trust makes a big difference.
For example, Patrick (not his real name)
received a large retroactive SSI payment
in the fall of 2008 which would have
made him ineligible for Medicaid. He was
referred to Federation and learned that he
could create a trust that would enable him
to use some of the money to achieve one
of his long-term goals. owning a car.
Although he had a valid driver's license,
he had not driven for some time. He was
happy to learn that the Trust could pay for
his driving lessons so that he could feel
comfortable behind the wheel of a car
once again. After careful research with his
financial manager Patrick purchased his
car in January, 2009.

Often people try their own solutions,
leading to major problems. Michael’s
(name changed) sole surviving parent died
without the benefit of advanced planning.
An inheritance made Michael ineligible
for SSI benefits and Medicaid coverage.
Following the advice of a family friend,
Michael invested the money in the stock
market. By law, the income was reported
to the government, and Michael’s SS|
income was eventually stopped. By that

see Financial on page 38

Peer-Led Support Helps Parents and Caregivers

Copewith Mental IlIness

By Wendy Brennan, MS
Executive Director
NAMI New York City Metro

hen her teenage daughter

was diagnosed with bipolar

disorder, Deniece Chi did

not know where to turn for
help. A native of Belize residing in New
York City, she had no experience with or
understanding of mental illness. Her rela
tives dismissed the diagnosis and sug-
gested that a lack of discipline was the
true reason for her daughter’s behavior.
Her provider offered little help beyond a
diagnosis and a drug prescription, leaving
her to figure out next steps on her own.
Deniece was overwhelmed.

Through an Internet search, she eventudly
connected with the New York City Metro
chepter of the Nationa Alliance on Menta
IlIness, where she accessed a range of free
programs designed to support parents and
caregivers like her. Perhaps more impor-
tantly, she met others who shared her experi-
ence and could offer encouragement as she
sought the best possible care for her daughter.

Parents and caregivers of family mem-
bers often share a shortlist of pressing
needs. They lack basic information about
mental illness. They need help navigating
a poorly coordinated mental health sys-
tem. Their hectic lives, spent balancing
work and family, require flexible services
to accommodate their schedules.

What parents soon discover is that they
also need each other. Peer-led family sup-
port reduces feelings of isolation and
shame, and gives parents the skills to ad-
vocate more effectively for their children.
And when they are strengthened with
knowledge and know-how, parents and
caregivers become part of a grassroots
leadership development program that
powers the mental health community all
around the country.

Parent Matching Program

One of Deniece s firgt steps was to enroll
in the NAMI-NYC Metro Parent Matching
Program. This program connects (by tde-
phone) experienced parents of children with
mental hedth issues with parents of children
who have been recently diagnosed or who are
facing new or urgent chdlenges. Parent
Matching offers parents the opportunity to
talk to another parent who has “been there’
and who can offer emotional support, coping
Srategies, the benefit of experience in negoti-
ating the mental hedlth and specia education
systems, and connection to community re-
sources. This program remains one of NAMI
-NY C Metro’ smost popular offerings.

Family-to-Family Course

Another key step for Deniece was to
enroll in a Family-to-Family course, a
class for parents and caregivers whose
family member has been diagnosed with a

Wendy Brennan, MS

major mental illness. These weekly
classes are taught by a trained family
member and provide information and
practical skills in a supportive environ-
ment. Course topics include: major mental
illnesses and how diagnoses are made; the
biology of mental illness, medication up-
dates; developing empathy for your fam-
ily member's experience; letting go of
guilt; self-care and advocacy; and how to

communicate more effectively with your
family member.

Lunch Hour Conference Calls

Understanding that parents are busy,
NAMI-NYC Metro offers a series of
lunch hour conference calls in English
and Spanish, called “Your Child's Mental
Health.” This series of presentations by
expertsin the field provides a live presen-
tation on a mental health topic or resource
related to children. Topics have included
everything from specific disorders—
including ADD/ADHD and bipolar disor-
der—to overviews of medications, special
education, summer camps, and other com-
munity resources. After the presentations,
parents have the opportunity to ask ques-
tions directly of these experts, a level of
access that many of them have lacked
previously.

Collaborative Workshops

Organizations do well to collaborate
on programs, merging their experience
and expertise, especially in times like
these. In partnership with the Puerto Ri-
can Family Ingtitute, a nonprofit family
health and human service agency, NAMI-
NYC Metro offers the Responsible Fa-
therhood Program. This free program of-
fers a series of parenting workshops that

see Peer-Led on page 41
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Giving Careto the Caregiver:

Visiting Nurse Servicesin Westchester

By AnnieBalzer, RN, BSN
Assistant Clinical Manager
VNSW Mental Health Team

ften, the homecare nurse will
encounter that once-in-a life-
time individual who has de-
cided to take on the huge task
of being the primary caregiver for an ill
family member. Their motivation may
vary from person to person. It may be
financial, concern for the quality of care,
or just wanting to be physically present
for their loved one, what ever the reason,
they have taken on a most difficult task.

After assuming primary responsibility
for the care of their family member, it
does not take long for the reality of the
situation to hit home. Lack of sleep, frus-
tration, isolation, not to mention exhaus-
tion, conflicting feelings of fear, resent-
ment and anger, not only at the patient,
but at other family members, who are now
perceived as not contributing enough, can
quickly erode the caregiver's ability to
provide the kind of carethey originally set
out to provide.

For the home care nurse this poses a
bit of a problem on severa levels. At
some point many of us are faced with the
unpleasant task of saying to the devoted
person, that they are in way over their
head, and it is time to let someone else
step in .The initial reaction may be anger
and denial, | have heard people say things
like, “nobody else will take care of my
mom like | do.” The caregiver may also
be feeling guilty that they would even
consider allowing someone else to take
care of Mom, or to compound the internal
conflict even further, they may experience
relief that someone has noticed how ex-
hausted they are.

Most people feel that admitting they
cannot take care of Mom or Dad aone
anymore, isequivalent to being uncaring
or indifferent towards them . By helping
the caregiver understand that Mom can
get better careif her caregiver isn't on the
verge of collapse may help the caregiver
to surrender some of the responsibility to
someone else.  And then encourage the

PTSD from page 8

take a pro-active approach to the use of
touch in treatment that combines in-depth
understanding of its integra role in child-
development and well-being with ethical
and practical guidelines for safe and sound
practice. (8)(9)

The use of touch at Wellspring is per-
mission-based, treatment related and
traumarinformed. Based on comprehen-
sive assessments, thorough staff training
and ongoing supervision, different levels
of touch are used that range from suppor-
tive hugs to clinically authorized and su-
pervised holdings designed to help fill in
developmental gaps. Rightfully used,
touch communicates care and affection,
while providing comfort, reducing stress
and fostering a depth of interpersonal
communication that builds trust.

caregiver to ask other family members for
what ever assistance they can provide, no
matter how small. For instance, if Mom is
in Boston, and the caregiver’s other sib-
lings al live in New York, setting up a
rotating weekend schedule may help. And
creatively reassigning tasks to others can
also lighten the load. If Brother Billy lives
in California and can’t rotate a weekend,
maybe he can make sure that the house-
hold bills are paid instead.

Eventualy, even the most well-
coordinated and helpful of family mem-
bers may haveto admit itistimeto cal in
for back up with hired help.

Fortunately, the realm of home care
has opened up many possibilities of dif-
ferent levels of accepting help. We no
longer have to offer our patients only the
two options, full care from family, or off
to a nursing home. Many times convinc-
ing afamily member that it is ok to allow
a home health aide to help Mom in the
middle of the night is a major hurdle. Of-
fering someone the possibility of an unin-
terrupted night of sleep can seem like a
gift from heaven.

Encouraging the caregiver to get out of

the house and do something for them
selves can aso be helpful. They may be
reluctant at first, but if a trusted home
health aide or other family member is
staying with Mom and sheis safe, agentle
but firm push out the door can often give
them the strength they need to keep taking
care of mom when they come back.

As nurses, we need to show the care-
giver that they are no less devoted or lov-
ing by accepting help. By giving the care-
giver permission to express fedlings of
frustration safely in an accepting environ-
ment can alleviate the feelings of anger
and resentment. Putting family members
in touch with support groups can also be
enormously helpful. By sharing experi-
ences with other people they can accept
that many of their feelings are normal,
and lessen the feelings of guilt they may
be hiding.

Managing stress on a day-to-day basis
is also something the nurse can help with.
By teaching the caregiver relaxation tech-
niques we can give them a temporary res-
pite when leaving is not a viable option.
Deep breathing can be used to create a
feeling of calm when confronted with

According to Siegel (2002) and Co-
zolino (2002), emotion is inherently inte-
grative, so that emctionally involving
therapies play an important role in the reso-
Iution of trauma(10)(11) Wellspring not
only provides an emotionaly validating
environment in each of its programs, Emo-
tiona Expressive Therapy (EET) is aso
used in group and family therapies as a
component of relationa treatment and bot-
tom-up processing. EET employs a wide
variety of methods, including breath-work,
cube work, role-playing, playback theater,
and play therapy to facilitate the structured
exploration and expression of emotion,
adong with the processing of its related
content.(12) Expressive work aways oc-
curs in the context of empathic relational
support, and catharsis is only a secondary
by-product. Blocked feeling typically be-
comes freed to flow into relationships,

which helpsin the effort to restore heart-to-
heart familial and relational connections.

At Wellspring, EET has been used
extensively and with great effectiveness
with adolescents and adults, while play
therapy adaptations have been most effec-
tive with younger children.

In terms of trauma resolution, emo-
tional expression actualy informs cogni-
tion, finding words for emotionally driven
content, rather than the reverse. In trauma
work with both children and adults, it is
important to follow the lead and the limits
instinctively set by the client in determin-
ing the pace and depth of the work. By
calibrating emotional expression in man-
ageable doses, the traumatic experiences
at the root of it become progressively de-
sensitized rather than re-traumatizing.
(Lazarus and Lazarus, 2002) (13) More
significant by far than its cathartic effects,

overwhelming situations, playing sooth-
ing music in the patients room may not
only benefit the care giver, but calm the
patient as well.

| am aso a big advocate of fresh air
and sunshine. If safety and the weather
allow, put mom in awheel chair and take
her for a walk around the block. She will
enjoy the change of scenery and the care-
giver will get a chance to work off some
steam, and perhaps gain the opportunity to
enjoy Moms company for a change.
Playing cards, doing puzzles or teaching
mom some simple video games may not
only lower stress levels all around, but
may help to improve hand -to -eye coordi-
nation , and mental awareness.

If the patient is cognitively impaired
or socialy inappropriate, a spin around
the block in a wheel chair may not be
appropriate, but perhaps sitting in the
back yard under the shade of atree, or on
a screened in porch may be possible in-
stead. Less mentally demanding activities
like manipulating play dough or folding
laundry may help to distract the patient
for short periods, and lessen the frequency
of loud outbursts. If the patient enjoyed a
hobby or activity once before, the same
activity may be reintroduced, perhapson a
smaller scale.

Hand crafts that do not involve sharp
objects can often be enjoyable for both the
patient and the caregiver. Going through
boxes of old photos together may jog
some pleasant memories as well.

Lastly, it is important to give the care
giver the all important pat on the back.
“Your Mom looks great, |1 can tell you
have done a great job” can mean a great
deal to the caregiver who often feels they
haven't or cannot do enough.

In addition to nursing care, VNSW
provides a full range of rehabilitative
therapies, social work and home health
aide services. With its dedicated Mental
Health Home Care Program, Visiting
Nurse Services in Westchester empha-
sizes treatment of the whole person with
the agency’s core multidisciplinary ap-
proach. For details, visit www.vns.org,
cal (914) 682-1480 Ext. 648 or e-mail
MentalHealth@vns.org.

EET provides a context for corrective
emotional-relational  experiences, which
stand in sharp contrast to the traumatic
past and help to change distorted percep-
tions of present relational reality.

Instead of encouraging aggression,
which some research with children sug-
gests, EET actualy serves to diminish it,
as evidenced at Wellspring by the steady
decrease of restraints with children and
the virtual elimination of any restraints
with adolescents and adults.(14) While
younger children tend to reactively ex-
plode, adolescents and adults tend to im-
plode, using self-injury and substance
abuse as self-destructive ways to deal
with overwhelming feelings. As a coping
skill, cutting often serves to numb over-
whelming feelings that would otherwise

see PTSD on page 41
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Home Care Program provides:
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NAMI| Westchester Family to Family Program Helps Caregivers

By Sharon McCarthy
Family to Family Educator
NAMI Westchester

s a parent of an adult child

living with Bipolar Disorder, |

am al too aware of the stress

that mental illness places on
caregivers. | have struggled with the highs
and lows and the overwhelming grief and
the sense of loss for the life that my child
could have had.

When | was first pulled into this rocky
road of mental illness | was at a total loss
about what to do, where to get help and
how to cope. It was not until | became in-
volved with NAMI Westchester that |
found direction. Through their encourage-
ment, | pursued getting a re-evaluation of
her diagnosis. This new evaluation resulted
inacorrect diagnosis and set us on the road
to hope. | took the NAMI Family to Family
Education Program. This vauable 12-week
program has helped me to cope as a care-
giver and parent. | became a Family to
Family educator so | could help others
benefit from the impact that this program
can makein their lives.

During the class | learned about medi-
cation, the biological effects of mental
illness, problem solving, communication
skills and so much more that enables me
to have a hedthier relationship with my
child while coping with my own emo-
tional state. This program empowered me
so that | could advocate and assure that
the best care was given. As aresult, | was
able to find a psychiatrist who truly un-

Sharon McCarthy

derstands the needs of his patients, and
supports them in pursuing a quality of life
that will alow them to reach their poten-
tia. | aso used my new-found knowledge
to seek atherapist who would & so support
my daughter as she works to achieve her
goals. | learned that we have aright to be
informed and educated regarding treat-
ments, and that successful recovery oc-
curs when the treatment teams and fami-
lies work together in the best interest of
the individual.

In addition, through this educational
program | was able to finaly give myself
permission to take care of myself. As a
caregiver and one of my daughter’s pri-
mary support persons, doing things for
myself had to be considered a priority so |
could sustain a balance in my life. With
that in mind, | make sure that | find time
throughout my week to do some of the
things | enjoy. | aso redlize the impor-
tance of maintaining relationships with
other members of the family, because
mental illness affects everyone in afamily
in many unique ways, and the stress can
pull families apart. Planning family gath-
erings that do not revolve around the indi-
vidua’s illness is so important in preserv-
ing these relationships. Allowing every-
one in the family the ability to take a
“time out” when needed is not only
healthy but a necessity.

One of the greatest gifts that came
from my Family to Family class is my
monthly dinner support group. During
the 12 week course, strong bonds can
develop as people meet. It is a relief to
be with others who have felt similar iso-
lation, grief and worries. When our 12-
week class was coming to a close, the
class realized that we wanted to keep our
“bond” going. We have been able to help
each other through difficult times with
words of encouragement and, most im-
portantly, emotional support. We are
able to find laughter as well as rejoice in
the smallest of successes for our family
members with mental illness. It has cer-
tainly helped alleviate the isolation that
as caregivers we often feel. During times

Don’'t Let Caregiving Make You Sick

when my child has had to be hospitalized
these individuals kept my strength up
through their supportive emails, cards
and phone calls (not to mention the many
meals they provided).

It isdifficult for families and friends to
understand the impact mental illness has
on the daily lives of those living with it.
Days are spent maintaining the emotional
and financia foundation that your ill
loved one needs to forge ahead towards
recovery. It is hard for others to accept
that your support may be the one “piece
of thread” keeping them going in their
struggle. Once stability is achieved you
still need to be on alert for the potentia
“shoe drop” when you are once again in
the midst of acrisis.

We al have dreams, expectations and
goals for our children while they are
growing up. Through Family to Family |
learned to let go of these dreams, expecta-
tions and goals, and that grieving this loss
is normal and healthy. | have come to
realize that what is truly important is for
our loved onesto find their own happiness
and for us to accept whatever that path
may be.

Family to Family has shown me that
we need to hold on to the hope for recov-
ery and that we are not alone in our strug-
gle. As aFamily to Family Educator, | am
not only able to help other family mem-
bers but with each class | find renewed
strength and hope. My Family to Family
support group gives me, as a caregiver
and parent, a place to unload my grief,
shed my tears, find laughter and share my
joy when small milestones are achieved.

By Valerie Rissman, LM SW
and Jane Slevin, LMFT
Westchester Jewish Community Services

ith more than 44 million
family caregivers in the
United States, chances are
you or someone you know
is taking care of a loved one. This can be
an extremely rewarding experience as it
allows caregivers the opportunity to dem-
ongtrate their love for someone dear. Yet,
caregiving aso can be quite demanding;
making it easy and common for caregivers
to fee overwhelmed, compromising their
emotional and physical health. Addition-
aly, some caregivers may be part of the
“sandwich generation,” which demands
that they juggle work and children in addi-
tion to their caregiving responsibilities.
Caregiving can take an emotional as
well as physical toll. Tasks such as lifting
or maneuvering assistive eqguipment can
cause back and shoulder injuries. Worry
associated with the responsibility can bring
about depression. Often caregivers hedth
is compromised because they neglect their
own care and don't take the time to nurse
themselves back from colds or steadfastly
monitor their own chronic conditions such
as diabetes or high blood pressure.

Additionally, caregivers may feel bur-
dened, which can put a strain on their
immune systems jeopardizing their health.
If a caregiver's health suffers, so too may
the health of the loved one. Thereforeiit is
crucial for caregiversto take care of them-
selves. Being able to recognize the signs
of “caregiver stress,” such as sleepless-
ness, irritability, poor concentration,
change in appetite and social withdrawal
isvery important.

Caregivers can try to relieve some of
this stress by participating in support
groups, maintaining a regular exercise
program and accepting the redlity that
they can't do or control everything —
illness and disease take their own course.
Putting aside time for yourself, ensuring
enough sleep, taking breaks, accepting
help and/or talking to a friend or profes-
sional for emotional, legal and/or finan-
cial advice can go along way toward alle-
viating “caregiver burnout.” Remember
that the point of caregiving is to help a
loved one. Putting your own health in
jeopardy leaves your loved one at risk.
While caregivers can often feel guilty
about taking time for themselves, it is
necessary under these circumstances.

The burdens of caregiving can often be
eased by outside organizations and ser-
vices. There are many federal, state,

county as well as local resources and sup-
ports available to caregivers. The trick is
knowing where to turn. Services such as
respite programs and home health aides
are available through many loca organi-
zations. Check your local listings as ser-
vices may vary by community.

Other Resources Include
« Medicare Rights Association
o Socia Security Administration
« Food Stamps

e Low-Income Energy Assistance Pro-
grams (HEAP)

e Elderly Pharmaceutical Insurance
Coverage (EPIC)

o ParaTransit

e Meals-On-Wheels

e Adult Day Centers

o  Caregiver Support Groups

o Disease-Specific Support Groups

(Gilda's Club, American Cancer So-

ciety, Alzheimer’'s Association, Can-
cer Support Team)

e Geriatric Care Management, Geriatri-
cians, Geriatric Psychiatrists

o Expanded In-Home Services for the
Elderly (EISEP)

e Local Officefor the Aging

Additional information can be found at
www.caregiver.com, www.cms.hhs.gov,
www.careguidecom, www.benfitscheckup.org
wWww.aarp.org, and www.careguide.com.

Caregivers should not hesitate to con-
tact these organizations; their purpose is to
assist you. Fortunately, as more and more
people take on the role of caregiver, addi-
tional services and resources are available
to ad in this tremendously rewarding and
challenging job. While caregiving is chal-
lenging for a variety of reasons, it aso can
be fulfilling and gratifying. Try to take the
time to appreciate the rewards it brings.
Embrace the opportunity to deepen or re-
new your relationship with your loved one.

Valerie Rissman, LMSW is Coordina-
tor of Project Time-Out and Jane Sevin,
LMFT is Coordinator of the Family Care-
giver Network at Westchester Jewish
Community Services.
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Clinicians and Suicide L oss

By Nina J. Gutin, PhD

and Vanessa M cGann, PhD, Co-Chairs,
American Association of Suicidology
Clinician-Survivor Task Force

or mental health professionals,

the loss of a client to suicide is

surprisingly common, if not an

unfortunate occupational hazard.
Studies show that one in five psycholo-
gists and counselors (Bersoff, 1999;
Mclntosh, 2000, McAdams and Foster,
2000) and one in two psychiatrists
(Ruskin, 2004; Chemtob, Hamada,
Bauer, Kinney, & Torigoe, 1988) lose a
patient to suicide in the course of their
careers. Despite this, many mental health
professionals continue to view suicide
loss as an aberration. Consequently,
there is often alack of understanding and
preparedness for such an event when it
does occur.

Despite the many published guidelines,
suggestions and postvention protocols
available to help clinicians and mental
health settings navigate the often-
complicated sequelae to such a loss (see
below for bibliography info), these re-
sources have not been integrated into
clinical training and tend to be poorly
disseminated. Thus, clinicians are often
left to cope with the consequences of this
difficult loss on their own and under less
than optimal conditions.

Nina J. Gutin, PhD
Grief After Suicide Loss

In many ways, the responses of clini-
cians after the suicide of aclient are simi-
lar to the responses/reactions of survivors
after the loss of a loved one to suicide,
generally considered to be a “traumatic”
loss. Reactions typicaly include initial
shock, denial and numbness, intense sad-

Vanessa L. McGann, PhD

ness, anxiety, anger and intense distress.
Survivors are also likely to experience
PTSD symptoms such as intrusive
thoughts, experiences of detachment, and
dissociation. In addition, suicide loss is
often accompanied by intense confusion
and existential questioning, reflecting a
blow to one's core beliefs and assumptive
world. Survivors aso commonly experience

guilt and shame, and this may be socialy
reinforced by the gene3ra stigma around
suicide as wdl as the actud blaming and
avoidance responses of others (Brown,
1987; Cvinar, 2005; Goffman, 1963).

Professiona Issues

Suicide loss affects clinicians on both
persona and professional levels. In addi-
tion to the personal grief reaction entailed
in losing aclient, thislossis likely to im-
pact clinicians professional identities,
their relationships with colleagues, and
their clinical work.

Assumptions around one's clinica
competence are often challenged, if not
shattered, when a client takes their own
life. A clinician’s sense of professional
responsibility, the self-blame that may
accompany this, the fear of and actual
blame of colleagues and family members,
as well as the real or imagined threat of
litigation, may al greatly exacerbate this
distress. Additional components of the
grief reaction for clinicians may include
“guilt, loss of self-esteem, self-doubts
about one's sKills and clinical competence,
fear of being blamed for the suicide and fear
of relative' sreactions’ (Farberow, 2005).

Hendin, Lipschitz, Maltsberger, Haas,
and Wynecoop (2000) found that thera-
pists described losing a client as “the most
profoundly disturbing event of their

see Suicide Loss on page 36
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Open Access:

for the patients, for the people

All too often, people who depend on public
assistance are denied access to newer, safer,

and more effective treatments for mental illness.
This inability to obtain the treatment they need

can trigger a pattern of deterioration — becoming
unemployed, being hospitalized, imprisoned, and
often ending up homeless. This destructive cycle is
costly for taxpayers and devastating to the families
of people with mental illness.

That’s why Lilly continues to support open and
unrestricted access to all available treatments for
mental illness.

Scientific advances have resulted in medications
that are effective in delaying relapse’, provide more
effective symptom control, fewer side effects, and
offer longer-term treatment than in the past.

Give them access to the treatments they need, and
give them hope for taking their lives back.

'Fenton WS, Blyler CR, Heinssen RK. Determinants of medication compliance in schizophrenia: empirical and clinical findings Schizophr Bull. 1997;234:637-651.
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THE MENTAL HEALTH LAWY ER

Addressing the Needs of Caregivers

By Carolyn R. Wolf, DouglasK. Stern,
and Eric Broutman, Esgs.

Abrams Fengerman, Fensterman, Eigman,
Greenberg, Formato & Einiger, LLP

Il too often, the severely men-

taly ill do not have family or

friends involved in their care

to act as a vital support system
when they become symptomatic. For
those people who are lucky enough to
have supportive family and friends, those
support people are often, and validly so,
frustrated with their inability to obtain
information or make critica decisions
when they know their loved oneis psychi-
atrically decompensating. As an attorney
representing psychiatric facilities, families
and individuals, | have had countless con-
versations with family members express-
ing their aggravation over the fact that
hospital staff or mental health profession-
als are legaly barred from spesking with
them about a patient. On the other hand,
patient confidentiality, and the confidenti-
dity of all medical information, is the
right of every patient, whether they are
being treated for a medical or psychiatric
condition. Hence, a delicate balancing act
takes place weighing the patient’s right to
confidentiality with the family’s desire
and need to obtain information so they
can help in the healing process.

This article will examine the present
state of the law as it relates to the confi-
dentiality of patient information. It will
also discuss ways in which supportive
family and friends can act in advance to
better facilitate the flow of information.
Lastly, the article will take a critical look
a the law, suggesting potential compro-
mise and change that can achieve the dua
goal of maintaining patient confidentiality
as well as the need to include family and
friendsin the process.

In 1996 Congress passed the Heath
Insurance Portability and Accountability
Act, better known by its acronym, HI-
PAA. While the law accomplishes other
tasks, for our purposes HIPAA created a
federally protected right in the confidenti-
ality of medica records. After the law’s
passage, the unauthorized release of gen-
eral medical records became a federal
offense. Hence, pursuant to HIPAA hospi-
tals and mental health professionals are
barred from sharing any medical informa-
tion with family or friends unless the pa-
tient has specifically provided consent for
the release of these records.

Well before HIPAA was enacted, any
facility providing mental health services
in New York State was controlled by the
confidentiality requirements of the Mental
Hygiene Law. The Mental Hygiene Law
not only prevents hospitals from provid-
ing medical information to others, includ-
ing family, it aso prevents hospitals from
disclosing whether or not a particular in-
dividual is even apatient in their facility.

In addition, New York law provides

Carolyn R. Woalf, Esqg.

for discretion to clinical providers when it
comes to the release of psychiatric records
to a patient or family. An inpatient treating
psychiatrist can deny a patient access to
their own recordsiif in the treating psychia
trist’s opinion providing these records
would be harmful to the patient’'s contin-
ued treatment. Moreover, a treating psy-
chiatrist is given the same discretion with
respect to providing treatment records to
family, friends, or any other individual the
patient wishes to provide his or her medical
records to, if in the view of the treating
psychiatrist it would not be in the best in-
terest of the patient. The law allows for an
elaborate appeal procedure to the Office of
Mental Health (“OMH") if the patient or
the family member believes they were
wrongly denied access to records.

With a Health Care Proxy and Power
of Attorney for health care decision mak-
ing, a mentally ill individual can provide
advance authorization to allow access to
his or her medical records. However,
these advance directives will only remain
valid with respect to the release of records
if the mentally ill individual does not ex-
plicitly deny access to their records. In
other words, these directives are void if
the patient prohibits access. The only way
to nullify a patient’s refusal to alow ac-
cess to records is if the individual is judi-
cidly found to be incapacitated and a
guardian is appointed. A guardian gener-
aly is empowered to access the patient’s
records.

Despite some limitations of advance
directives it is an easy and minimally re-
strictive process that will allow access to
records in most circumstances. Addition-
aly, it requires only that the mentaly ill
individual execute a form, and unlike the
guardianship process, it does not require a
legal proceeding and ajudicia determina
tion of incapacity.

It should always be known that while a

hospital or practitioner may not be able to
provide information to family, nothing
prevents a treatment provider from listen-
ing to information that family and friends
may have.

In terms of decision making, neither a
Health Care Proxy, nor a Guardianship,
will alow a surrogate decision maker the
right to make psychiatric treatment deci-
sions for amentally ill person. The Courts
have been quite clear that only a court,
conducting a hearing on the specific facts,
can make that decision.

One recent change to the Mental Hy-
giene Law requires all mental health and
developmental disability treatment facili-
ties to notify family in cases of incidents
of abuse or injury. The law is commonly
known as “Jonathan’s Law.” It is titled
after Jonathon Carey, a profoundly devel-
opmentally disabled boy, who died when
put into restraints while at a stete facility.
Jonathan's parents, suspicious of their
son’'s maltreatment, attempted to obtain
records of his care and were repeatedly
denied. While the Law was mainly aimed
at notifying parents of disabled children
of incidents of abuse, the law is equally

applicable to psychiatric facilitates pro-
viding care to mentally ill adults. Jona-
than's Law requires psychiatric facilities
to notify the parents, spouse or adult child
of apatient if they areinjured.

Conclusion

The law in the area of confidentiality
attempts to balance very strong competing
interests of family access and confidenti-
ality. Due to the effects mental illness has
on one's capacity, alowing additional
access to family and friends would often
be of great benefit. This can be accom-
plished by allowing a Health Care Proxy,
or other advance directive, to remain
valid, at least with respect to access of
records, even during periods where the
patient explicitly denies access. Addition-
ally, since guardians are allowed the au-
thority to make the most serious of medi-
cal decisions, including surgery, they like-
wise should be allowed to make psychiat-
ric decisions in certain circumstances.
These changes, while till respecting pa-
tient confidentiality, will allow truly com-
mitted family members needed access.
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— The Economics of Recovery —

Threading the Needle

By Donald M. Fitch, MS
Executive Director
Center for Career Freedom

he Government Guy was sum-

ming up his four hour Power-

Point presentation on how easy

it was for people with disabili-
ties to get a job; “You just need to take
advantage of the many work incentives
like Ticket-to-Work, PASS Plan, Medi-
caid Buy-In, IRWEs, Subsidies, Tax
Credits, etc.,, don't worry — just fill out
the applications.”

The audience of mostly Consumers
looked confused; “But won't SSI deduct
haf my sdary over $85/mo?’ (yes).
Won't HUD add thirty percent of my sal-
ary to my rent?’ (yes). “Won't | lose my
food stamps?’ (probably). “Of the six
million people on SSI, how many have
gone back to work?" (one half of one per-
cent). The questions went on --- “Aren’t
we still in a recession; with an almost ten
percent unemployment rate?’ (yes).
“Then, how is a person on disability who
can't afford to lose their benefits, has few
skills, a spotty resume and only enough
stamina to work 1-2 days/week going to
find ajob?’

The good news is that even with these
issues, Recipients of SSDI/Medicare
(about half of the twelve million persons
on disability in the U.S)) are able to return
to work because SSDI Recipients worked
a least ten years and paid their Social Se-
curity. This accomplishment alows them
to go back to work and earn up to nine-
hundred eighty dollars a month and, still
receive their disahility checks. They are
able to work their way off their benefits.

The bad news is that, SSI/Medicaid
Recipients are not able to earn more than
eighty-five dollars per month without
severe pendlties. | asked an SSA Deputy
Commissioner; “Why the disparity and
could there ever be parity between SSI &
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SSID?" Hetold me SSA could not afford
a parity policy because SSI Recipients
paid so little into Social Security. They
couldn’t afford to level the playing field.
In order to achieve SSI-SDI parity, the
laws would have to change and hillions of
dollars found elsewhere. | don't believe
thiswill happen in my lifetime.

So, what is the solution for the almost
three hundred thousand persons on SS| in
New York State? (About one-third have
been diagnosed with “mental disabili-
ties’). The question is; “Are there legal
ways to get around the income penalties
of SSA, HUD and FDA that could pro-
vide significant improvement in the lives
of SSI Recipients?’

To compound this problem, SSA can
deduct the market value of any unearned
income e.g. in-kind support such as room
& board, clothing, gifts, etc. that SSI Re-
cipients receive from family and friends.
While some work-related expenses may
be excluded and some earned income set
aside through the PASS Plan, it is limited,

negotiable and temporary (SSA.GOV).

The IRS, however, is clear when it
comes to reimbursement of work-training
expenses; the IRS doesn't count it as in-
come (IRS publication 525).

Once we were able to navigate a path
through the economics of recovery regula-
tory forest, we could address the issue of
how to meet the employer's work skill
requirements. If our Microsoft Office Cer-
tified interns were to be successful, they
would have to perform the job tasks cor-
rectly and on time as defined by their em-
ployer, not their instructor. The transition
from being person-centered to employer-
centered would require skill, self-
discipline and maturity.

A recent study of Corporate Human
Resource Departments conducted by the
Business Council of Fairfield, Connecticut
found “Lack of Skills’ to be the major bar-
rier to hiring persons with disahilities.
Acquiring competitive keyboard and Mi-
crosoft Office skills solves this problem.
All too often, we have seen non-profits
attempting to “guilt” corporations into hir-
ing persons with disabilities. Many NFP's
fall to understand that the corporations
mandate isto earn a profit. It isnot achar-
ity. Hiring employees is a business deci-
sion based on matching skills with needs.

Once we addressed the Governments'
and Employers’ requirements, we were
free to enjoy listening to our student’'s
dreams for self-empowerment in the com-
munity, for afull and balanced life.

Over the years, our students had
helped us visualize what their goal of Self
-Empowerment looked like. To them,
“recovery” wasn't an abstract academic
term to be tossed around in meetings — it
was comprised of specific components
whose achievement could be quantified.
Once articulated, trade-offs, compromises
and choices could be made, plans and
supports defined.

In developing our Cross-Disability Em-
ployment Program, (CDEP) the challenge

was to choose students goas that were
within the Government’'s regulatory pallet
of training and work-related expenses;
stipends, transportation, meals, work cloth-
ing, time management; an aarm clock and
wristwatch, computer and programs, driv-
ing lessong/license, a car, community col-
lege courses, etc. In the focus groups, when
a number of women told us they could be
hedlthier if they belonged to a gym - we
negotiated a $250 full membership at the
local “Y”, a$500 savings!

When functiond, the program will offer
weekly work adjustment counsdling ses-
sons which include stress, money and
weight management and smoking cessation.

The Center’s unique status as a NYS
ED licensed Business School, Microsoft
Certified Office Specialist Training Cen-
ter, an Employment Network (EN) for
SSAsS Ticket-to-Work Program, a501 () (3),
and one-hundred percent consumer- run
agency, enables us to qualify for funding
from avariety of sources.

With guidance from our Corporate
Advisory Board, our own Board and
Westchester’'s' Department of Community
Mental Health, we plan to launch the
CDEP Program thisfall.

The Center is now accepting applica-
tions for this model Employment Program
Filot. Currently, there are fifteen dots
available. Applicants must be residents of
Westchester County, persons with a men-
tal and/or physical disability (SSS/DI)
who type at least 25wpm, 95% accuracy,
are Microsoft Word Certified and able to
work at least one-two days per week.
Background checks are required.

The two hour CDEP Intake Interview
includes a Typing Test (Mavis Beacon),
a Microsoft Office Word Test, a simu-
lated Office Document Test and personal
interview.

Persons interested in this program or our
Certified Microsoft Office Training (Word,
PowerPoint, Excel, Access and Outlook)
should cdl Joanne at914-288-9763.
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Mental Health and Addiction Parity: Law and Regulations

By Jennifer Tasdler, JD
Deputy Director for Regulatory Affairs
American Psychiatric Association

n October 3, 2008, President
George W. Bush signed into
law H.R. 1424, which was
known as the Emergency Eco-
nomic Stabilization Act of 2008. The
law was more commonly referred to by
the system it created, the Troubled Asset
Relief Program or TARP, which was
used to stabilize the economy during the
financial market collapse. However,
what may have gone unnoticed to most
of the public was H.R. 1424’s origind
title and purpose, which was “The Paul
Wellstone and Pete Domenici Mental
Health Parity and Addiction Equity Act
of 2008 (MHPAEA).” The passage of
MHPAEA in 2008 was the culmination
of over a decade's worth of effort by
mental health professional associations,
consumer groups and other advocates to
finally ensure that there would be com-
prehensive parity for mental health and
substance use disorder treatment.

While there had been prior mental
health parity legidation passed in 1996,
the new parity law was much broader in
scope and coverage than the earlier law.
MHPAEA requires that any group health
plan that covers more than 50 employees
and offers mental health and/or substance
use disorders coverage must provide that
coverage with no greater financiad re-
quirements (i.e.,, co-pays, deductibles,
annual or lifetime dollar limits) or treat-
ment limitations (i.e.,, number of visits)
than the predominant requirements that it
applies to substantialy al medical/
surgical benefits. Previous federal legisla-
tion in 1996 provided limited parity on
lifetime and annual dollar limits and did
not extend to substance use disorders. The
law is estimated to provide parity of cov-
erage for 113 million people, including 82
million enrolled in self-insured plans.
MHPAEA became effective for plan years
beginning on or after October 3, 2009,
meaning that for calendar year plans, the
law took effect January 1, 2010.

While enactment of MHPAEA was a
big step forward, the law does have some
ambiguities |eft to be clarified. In order to
better define certain legidlative terms and
provide more guidance, the law directed
the three federal agencies in charge of
implementation — Departments of Health
and Human Services (HHS), Labor (DolL)
and the Treasury — to issue regulations
one year after enactment. Unfortunately,
it took alittle longer than expected, but on
January 29, 2010, the Departments issued
an Interim Final Rule (IFR) implementing
MHPAEA. The IFR was developed with
formal input from advocacy groups, phy-
sician and provider organizations, insurers
and employers al of whom submitted
extensive comments.

The IFR provides further details about
how the law should be implemented and
what insurers and employers must do to
comply with the law. According to the
rule, if a plan covers a mental health/
substance use disorder, it must provide
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benefits in each classification for which
any medical or surgical benefits are of-
fered. The six benefit classifications de-
fined in the rule are: inpatient, in-
network; outpatient, in-network; emer-
gency care; inpatient, out-of-network;
outpatient, out-of-network; and prescrip-
tion drugs. Further, the plan must deter-
mine what the predominant limitation is
on the medical/surgical benefit and then
set a comparable limit on the mental
health benefit. For the purposes of deter-
mining the predominant limitations, the
IFR states that plans must compare limita-
tions within a given benefit classification
and may not compare mental health/
substance use disorders to speciaist limi-
tations, which typically have higher co-
pays and other out-of-pocket costs for
consumers.

MHPAEA required parity in both fi-
nancial requirements and treatment limita-
tions. Some of the most common financial
requirements include copayments, coin-
surance, and out-of-pocket maximums,
which plans must be at parity with compa-
rable limits on the medical/surgical bene-
fit. The regulations clarified that plans
must maintain a single combined deducti-
ble for MH/SUD and medical/surgical
benefits. Plans are not permitted to have
separate deductibles for treatment related
to mental health or substance use disor-
ders and medica or surgical benefits,
even if they are equal.

With respect to trestment limitations,
the regulations state that there is a distinc-
tion between quantitative and non-
quantitative limitations, but that both are
covered by the law. Quantitative limita-
tions are limitation which can be ex-
pressed numerically, such as an annua 20
outpatient visit limit. In addition to the
requirements for out-of-pocket costs and
benefit limits, the rules require parity in
the areas of prior authorization and utili-
zation review. According to Departments
issuing the rule, "these practices must be
based on the same level of scientific evi-
dence used by the insurer for medical and
surgical benefits.”

Non-quantitative limitations are those
which cannot be expressed numericaly,
but which otherwise limits the scope and

duration of benefits for treatment. Exam-
ples of these limitations include; certain
medical management standards; formu-
lary design for prescription medication;
standards for provider participation in
network, including reimbursement rates;
methods for determining usual, customary
and reasonable (UCR) rates; fail-first or
step-therapy protocols, or exclusions
based on failure to complete a course of
treatment. The Departments also stated
that they are seeking more input from the
public on how these non-quantitative
treatment limitations are currently used
and what the limits are on the medical/
surgical side.

While the IFR covered a number of
topics from the law which needed clarifi-
cation, there were dtill areas left open.
For example, the Departments stated that
they are seeking comments on the “ scope
of services” which should be covered un-
der the law. There have also been ques-
tions raised about how the law and the
rules apply to Medicaid managed plans.
The Departments have stated that
MHPAEA covers these plans, but that the
IFR does not. Advocacy groups are cur-
rently looking for more guidance in this
area and hope to have official word soon.

Finally, there are concerns about enforce-
ment, since cases arising out of violations
of the rules will be extremely fact inten-
sive and will require a great deal of effort
from the Departments overseeing imple-
mentation.

Overdl, MHPAEA was a watershed
achievement for patients with mental
illness and those that care for them, but it
was not the end of the advancements in
the field. With the recent healthcare re-
form legislation, mental health parity
was an important part of the debate. The
Patient Protection and Affordable Care
Act and accompanying reconciliation bill
included provisions that specifically pre-
served the advances of MHPAEA. The
legidlation also required that mental
health and substance use disorder cover-
age beincluded as a part of the minimum
benefit package in any insurance plan
offered in the state exchanges and that
those benefits be at parity with medical/
surgical coverage. This shows that parity
for mental health and substance use dis-
order coverage will continue to be a part
of health care improvements and, while
thereis still work to be done, this ensures
mental health is a part of the conversa-
tion to come.
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Who Caresfor the Caregiver?

Responding to the Needs of Grandparents Raising Grandchildren

By Deborah Langosch, PhD, LCSW,
Director, Kinship Care Program,
Center for Trauma Program
Innovation, Jewish Board of Family
& Children’s Services (JBFCS)

hen parents are unable to
raise their children, rela-
tives are often caled upon
to become primary caregiv-
ers. In the U.S. approximately 2.5 million
kin caregivers have assumed this role --
often unexpectedly, due to parental sub-
stance abuse, mental illness, violence,
domestic violence, abuse and neglect,
incarceration, physical illness, death, di-
vorce, deportation and most recently,
military deployment (US Census, 2003).
These exposures can profoundly affect all
members of the family -- the children, the
biological parents and the kin caregiver.
Research has shown that children liv-
ing in the care of their relatives function
better than those placed in traditional fos-
ter care (Rubin et al, 2008). To counter
the impact of disruptive separations, kin
caregivers (most frequently grandparents)
take on this tremendous responsibility to
help their relative children maintain a
sense of family identity and to provide
continuity. There is growing evidence,
however, that kin caregivers make tre-
mendous sacrifices for themselves. Much
can be done to support these caregiversin
this time-disordered role. A number of

factors need to be considered, including
how practitioners can best respond to the
concrete and emotional needs of kin care-
givers and how self-care can be empha-
sized and practiced.

Caregiving causes grandparents and
other relatives to dter their lives in later
adult developmental stages as they give up
ambitions and goals for their future and
shift identity to become parents again.
They are a generation older, and at times
have less stamina, more health problems
and greater risk for depression, anxiety and

isolation in this role. Many are struggling
with complex losses and traumatic events
without the necessary resources to cope.
Although the life transition of kin care-
giving is filled with challenges and obsta-
cles, anumber of interventions can provide
support, psycho-education and validation
for the caregivers. When practitioners in-
crease awareness of the chalenges and
obstacles kin caregivers face, they can de-
velop effective interventions to sustain the
caregivers. A thorough assessment is a
critical first step that looks at the preve

lence of trauma and loss, the functioning
and coping capeacity of the family, and
adaptive and maladaptive responses. Con-
crete and psychosocia services to address
the family’ s needs should be identified and
provided to the caregiver along with psy-
cho-education regarding the benefits of
assistance. Practitioners may need to guide
the caregiver through the application proc-
ess for concrete services, since each system
-- e.g. mental health, special education and
medical insurance -- has specific and often
unrelated admission criteria which can
quickly become overwhelming.
Practitioners should give careful consid-
eration to the meaning of psychological
referrals within the cultural context of the
family. For example, in some cultures re-
ceiving psychotherapy can carry a stigma
or fed threatening. Part of the practitio-
ner's role is to clarify misconceptions
about trestment, describe how it works and
alleviate any concerns. Families may also
be unaware that Medicaid usualy covers
the entire cost of therapy and Medicare
covers 50%. Practitioners may need to
expand a family’'s awareness of the broad
range of mental health services currently
available, such as specific trauma-focused
treatments, AA, psycho-educationa ap-
proaches, health promotion, school-based
interventions, expressive art therapies, me-
diation services and family focused ap-
proaches that consider systems of care.

see Grandparents on page 41

Me First? A Personal Account of Self Care

By ChriginaA. Groso, LCAT, ATR-BC,
BCETS, Director of Training

Center for Trauma Program Innovation,
Jewish Board of Family and Children’s
Services (JBFCS)

hen flight attendants give
their safety talk at the be-
ginning of each flight-
where everyone listens to
their iPod or begins to read a magazine-
they state: “If there is aloss of cabin pres-
sure, oxygen masks will fall from above. If
you are traveling with a child or someone
who needs your assistance place the mask
over yoursdlf first before assisting others.”
What...redly? This seemed counterintui-
tive. | have always been a helper. If some-
oneisin danger, how do | not help them?
| began my work as atherapist over ten
years ago and nothing prepared me for the
impact of this work. | learned theory,
practice, and various modalities of treat-
ment to work with clients carrying many
diagnoses. But no theorist or faculty ever
taught me what it would feel like to be a
therapist...nonetheless a trauma therapist.
No one readied me for the emotions |
would feel when a child shared their trau-
mas or their disappointment when they
couldn’'t go home. No one taught me how
to manage an overflowing caseload and
unrealistic paperwork demands. | worked

in along term residential program, where
children with severe psychopathology and
complex trauma resided often without
family connections due to abandonment
or termination of rights. Progress was
slow, at best. We al felt overwhelmed
and ineffective.

After only two yearsin the field, | was
feeling helpless and hopeless. | wondered
why | didn't follow my parents advice
and become an accountant. Problems that
could be solved and where there was al-
ways a right answer. This became my
imaginary job, the one you fantasi ze about
when you are feeling overwhel med.

These feelings of hopelessness and
helplessness didn’'t go away. | started feel-
ing anxious, had difficulty sleeping and it
became more and more difficult to get out
of bed for work. As a therapist, | recog-
nized something was wrong and | needed
to go back to therapy. As a therapist, |
delayed this for as long as possible. My
symptoms became unavoidable. Where
were they coming from? Why did they
look like post traumatic stress symptoms?
| never imagined it could be the work.

With further examination | realized
that | was always helping others and not
helping myself. Most of my clients were
trauma survivors. | worked long days and
brought work home. | spent agreat deal of
my free time reading and engaged in lec-
tures at my post-grad trauma program...

then my therapist talked to me about vi-
carious trauma. Could this be? My work
impact was beyond normal empathy or
even compassion fatigue. So, what to
do...first, recognize that | have a prob-
lem—check. Second, make strides to
address the problem—not so easy. | was
asked to examine five areas of self care
and see how | measured up.

Exercise. | waked up the stairs to my
office. Take Breaks. Rarely, to use the rest-
room, nonetheless take lunch. Mindfulness.
| ate my lunch- or should | say inhaled my
lunch- a my desk while checking email
and phone messages. Leave Work at Work.
| read articles on emerging trauma treat-
ment and thought about how | could apply
it to my cases. Have Fun. Hmm... does
going to a lecture on “Facilitating Trauma
Narratives’ count?

There was a lot of literature out there
on self care offering a great deal of advice
and it all seemed ideal and undoable. |
didn't need my “treatment plan” leaving
me feeling overwhelmed and ineffective
too. My work demands were not going to
change; | didn’t have time for daily lunch
hours and long trips to the gym. | could-
n't afford weekly massages and extrava
gant vacations. | needed to do something
everyday in small blocks of time. So, |
kept it short and simple. Everyone has
five minutes. Instead of becoming dis-
couraged and not doing anything, | chose

to do something with the time | had. Ex-
ercise. | began using those five minutes
to get up from my desk to walk, stretch,
get outside and breathe the fresh air.
Even on rainy days, | would walk up and
down a few flights of stairs. Exercise in-
creases endorphins... and guess what, |
began to feel better, | had more energy
and my mood improved. Take Breaks. |
drank lots of water and took as many rest-
room breaks as needed—simple AND
effective. | brought in pictures of my fa-
vorite place and found a moment of es-
cape between clients for relaxation and
grounding as | looked at soothing images.
Mindfulness. | became mindful about eat-
ing—even if it was at my desk and even
when | only had 15 minutes. | limited
distractions and didn't multitask. | fo-
cused my senses on what | was eating-
what it tasted like, smelled like, felt like
in my mouth? Leave Work at Work. Cre-
ating this boundary was very difficult but
| began using my commute home to un-
wind. When | got home | spent more qual-
ity time with family and friends and began
reading fiction as a contrast to my work
life. Have Fun. In addition to laughing
more, | began studying karate—which
became my perfect blend of meditation and
catharsis—nothing like kicking and punch-
ing aheavy bag to release frustration!

see Self Care on page 41
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Staff Wellness and Self-Care: One Agency’s M odel

By Benjamin R. Sher, MA, LM SW
Director of Training & Staff Development
Institute for Community Living

rather unsettling fact about

American society is that within

it there exists a high rate of

violence and abuse. According
to Kesder et a (1995), 60.7% of men and
51.2% of women will experience at least
one traumatic event in their lifetime.
Given thisfact, Kessler et al also state that
of this group, the rate of those who will
develop symptoms of Post-Traumatic
Stress Disorder (PTSD) is high. There-
fore, it is very likely (statistically) that
many staff in agencies serving people
with mental illness will have experienced
some sort of trauma themselves. Couple
this with the fact that the populations of
people served experience trauma in ranges
of 60% to 100%, there is a strong possi-
bility of challenges in staff managing
their own wellness and self-care. This
article addresses one agency’s model for
helping staff to work in this demanding
environment.

The Ingtitute for Community Living,
Inc. (ICL) is a behaviora hedthcare net-
work serving over 8,000 people with men-
ta illness and developmental disahilities
per year. Offering programs in Brooklyn,
Manhattan, Queens, The Bronx, and Wil-
low Grove, Pennsylvania, ICL isacompre-
hensive care consortium that offers hous-
ing, rehabilitative and habilitative services,
outreach, assertive community treatment,
healthcare, outpatient, day treatment, voca
tional, case management and linkages ser-
vicesto individuals and families experienc-
ing, or who are at risk for, mental health or
development disability concerns. ICL now
operates over 100 programs in congregate
settings, shelters, schools, apartments, clin-
ics, and the community.

ICL primarily receives funding from
public entities, such as The New York
State Office of Mental Hedth and The
New York State Office of Mental Retar-
dation and Developmental Disabilities.
Funding sources such as these expect that
ICL will accept and serve populations
who are underserved or not present in
private settings. Therefore, ICL works
with young adults, individuals who have
had contact with the criminal justice sys-
tem, long-term shelter inhabitants, dually
(eg. MICA or MR/MI) or triply diag-
nosed (homeless, mental illness and
chronic medical conditions) individuals,
ingtitutionalized consumers, and many
individuals who have fallen out of tradi-
tional systems of care. Therefore, it is
quite common that the average person
served at ICL will have a homeless his-
tory, have used substances at some point
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in his or her lifetime, may have poor im-
pulse control problems, have had contact
with the criminal justice system, be at risk
for aserious medical condition (or already
be living with one) and have experienced
a “revolving door” of treatment rather
than consistency.

All these factors contribute to our
client's vulnerability to stress and its
management. Persons served at ICL
have a high need for intervention, natural
supports such as family, and friends are
not available, and as a whole they are at
an economic disadvantage. These pre-
cipitating factors often lead persons
served to express frustration towards
staff that, due to their disempowerment,
they cannot express easily towards the
real source of their stress or anxiety. This
naturally takes a toll on staff, and makes
them vulnerable to secondary traumatic
stress (STS), compassion fatigue (CF)
and even burnout.

According to Pulido (2006), STS is a
normal response for direct support profes-
sionals who are exposed to painful trau-
matic material as listed above. STS is
different from basic trauma, in that the
actual trauma is experienced by one per-
son (the client), and it affects the helper in
some other way. In secondary trauma, the
worker exposed to the traumatic “stories’
of the client develops reactions (signs and
symptoms of trauma exposure) that mimic
the reactions experienced by the person
served. STS can change the way the
worker thinks and feels about her or him-
self. Some of the signs and symptoms of
STS can include increased vigilance,
nervousness, intrusive dreams, and deper-
sonalization (feeling like on€'s life is not
rea) — al of which can impact a staff
worker behaviorally, physicaly, psycho-

logically, cognitively, spiritualy, and
socialy. A common STS anecdote is that
aworker who listens to stories of rape and
violence begins to feel very edgy and
worried when they are walking down an
empty or darkened street. An important
point to reiterate about STS is that it is a
normal reaction to the exposure of work-
ing with traumatized persons; however, it
isalso awarning sign that the professional
should seek support through personal
therapy or counseling.

Similar to secondary traumatic stressis
Compassion Fatigue (CF). According to
Hudnall Stamm (2009), CF is also about
work-related, secondary exposure to trau-
matic or extremely stressful events.
Workers in the field of mental health of-
ten hear stories about the traumatic events
that have occurred to other people, com-
monly called Vicarious Traumatization.
Like STS, CF may include being afraid,
having difficulty sleeping, having images
of the upsetting event pop into one’'s mind
or avoiding things that remind the worker
of the event. CF, like STS, is another
warning sign that the worker must seek
support. The risk in both symptoms is
burn-out.

Burn-out is one of the elements of
compassion fatigue, according to Hud-
nall Stamm (2009). It is associated with
feelings of hopelessness and difficulties
in dealing with work or doing one’s job
effectively. These negative feelings usu-
ally have a gradual onset. They can re-
flect the feeling that one's efforts make
no difference, or they can be associated
with a high workload or a non-supportive
work environment. Signs and symptoms
of burn-out include anger about coming
to work, avoiding work altogether,
physical ailments, frustration, increased
anger, low morale, anxiety and stomach
upset. If untreated, STS and CF can lead
to burn-out which in turn can truly affect
the worker to the point of needing to take
a leave of absence or quitting his or her
job.

ICL recognizes that in working with a
traumatized population, the risk for em-
ployee STS, CF and even burn-out is
high. This is why the agency has em-
braced a model of staff wellness and self
-care. A core element of this model is a
training module offered to al direct sup-
port professionals during their first six
months of hire. Staff attends a 1.5 hour
course that focuses on descriptions of
STS, CF and burn-out, and walks staff
through stress management techniques
that include deep breathing, muscle re-
laxation and guided imagery. Staff is
taught to use these techniques on a daily
basis, and the importance of self-care is
emphasized. The concept behind self-
care is that as care-givers, mental health

professionals are often better at caring
for others than for themselves. There-
fore, each attendee of this training makes
a commitment to do a self-care activity
for themselves every day beginning with
the training date and forward. This can
include anything from a daily walk, deep
breathing, exercise, getting on€'s nails
done, a massage, watching a comedy, or
reading something funny, to getting
enough sleep and having a proper diet.
The course instructor follows up with the
trainees a few weeks later to check on
how the self-care is going, whether they
are keeping up with it, what obstacles are
getting in the way of completing self-
care and what the instructor and othersin
the person’s life can do to help maintain
self-care.

The training ends with an assessment
scale entitled the Professional Quality of
Life Scale (ProQOL), developed by Hud-
nall Stamm (2009). The scale helps
trainees measure their compassion satis-
faction (e.g. the pleasure they derive in
being able to do their work well), their
level of burn-out and their compassion
fatigue. Respondents are told the scale is
meant to reflect how the person feels in
the last thirty days. They are also told
that the scale is but one piece of assess-
ing these areas and that the respondent
should not take the answers as “ gospel.”
They should, however, be mindful of
scores that evidence burn-out and com-
passion fatigue and should, as a conse-
guence, seek support (e.g. The Employee
Assistance Program, supervisory or col-
legial support, and/or other means). Re-
spondents are also encouraged to use this
tool again at a later date to assess if their
scores have changed.

“Staff Wellness and Self-Care” train-
ing has been in effect at ICL for eight
years. It consistently receives marks of
“excellent” to “good” on training evalua
tions, and qualitative data reports that
staff members feel it really helps them to
understand they are not alone and that
they can experience STS and still do their
jobs. Respondents report that they use the
stress management techniques long after
the training has been completed.

The redlities of working in the mental
health field are that the direct profes-
sional’s job is demanding and stressful.
Clients are traumatized, and it is statisti-
caly likely that staff has been too. It is
essential in caring for the caregivers that
more classes like “ Staff Wellness and Self
-Care” are offered to personnel who are
employed in mental health programs.
Such classes are a solid cure for burn-out,
and they help educate workers on their
own vulnerabilities. As it is often said, if
the mental health worker does not care for
themselves, how can they care for others?

Call usany time, toll-FREE at: (888) 425-0501

or visit our website at; www.l CLInc.net
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a diagnosable mental disorder each year.

As a mental health advocate, you know the importance of compassion and understanding. To be effective in
empowering those with serious psychiatric iliness, mental retardation and/or developmental disabilities, we must
work together. With over 20 years in the mental health field, the Institute for Community Living is here when you

need us, with:

« 857 programs in Brooklyn, Manhattan, the Bronx, * HealthCare Choices, a clinic integrating

Queens and Montgomery County, PA medical and mental health care
« Specialized housing options for adults, « National and state recognition
families and teens
» CARF 2007-2010 accreditation for community
 Mental health clinics housing, therapeutic community and outpatient
freatment programs

« Evidence-based treatment and best
practice approaches I C |_

Call us any time, toll-FREE at: (888) 425-0501
or visit our website at: www.ICLinc.net orouing Lves BldingHope, Emponering Peole
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LifeisaJourney: Helping Caregivers Understand the

Challenges of End-of-Life Decison Making for Those with M ental Retardation

By Judith Pollack, LCSW, Clinical
Coordinator, and Lori Hardoon, LCSW,
Director, F-E-G-S, Partnersin Dignity

irth is a beginning and death a
destination. Those of us who
are considered to have capacity
to make decisions for ourselves
are nevertheless often unprepared as we
face the end-of-life. We live in a death
denying culture, which frequently pre-
vents many of us from considering our
options when we are mentally, emotion-
aly and physically able. Those who are
developmentally disabled and mentally
retarded usually have to depend on care-
giversto facilitate end-of-life choices and/
or make those decisions for them, depend-
ing on their capacity. This article ad-
dresses the many complexities and barri-
ers to sensitive end-of-life care and deci-
sion making for those whose developmen-
tal disability is mental retardation, specifi-
cally those with cognitive impairment.

By definition, a developmental disabil-
ity must originate before the age of 22.
This may include mental retardation,
some forms of cerebral palsy, Autism
Spectrum Disorder and neurological im-
pairments. People with developmental
disabilities may have trouble learning as
quickly as others and/or expressing them-
selves clearly. Many have more than one
disability.

More than 280,000 people in New
York State are thought to have develop-
mental disabilities. That number is rising
because individuals are living longer due
to medical advances, better medical care,
and increasing numbers of community-
based residential and other services,
which improve quality of life. Medical
advances also result in people living over
extended periods of time even with seri-
ous, chronic and termina illnesses. Care-
givers face many challenges because there
may be varying levels of cognitive im-
pairment that affect the need for others to
make health care decisions on behalf of
theindividual.

The combination of an individua’s will
to live, the medical profession’s mission
and mantra to save lives at al costs, and
our cultural difficulty with facing desath,
often result in inertia. In the case of those
with developmental disahilities, the issues
become even more challenged. Both per-
sona and professiona caregivers are bur-
dened by the difficulties of making deci-
sions for those in their care. These highly
charged decisions are commonly wrought
with ignorance and disagreement around
an individual’s ability to understand and
participate in their own decision making.
Caregivers are aso very commonly chal-
lenged with their desire to protect those in
their care, especially when they are unsure
about what is best for them.

In the absence of advance directives
(Hedlth Care Proxies and Living Wills),
al of us can be subject to medica inter-
ventions that serve to prolong death rather
then prolong life. Cardiopulmonary resus-
citation (CPR) performed on afrail person
who is already declining from a terminal
illness, can do and often does more harm

than good. Once the heart starts to beat
again, the person who is resuscitated is
sometimes left in even worse medical,
psychological and/or spiritual condition.
Making decisions about how we want to
be cared for when we are criticaly ill is
idedly done when we are emctionaly,
physicaly and intellectually capable. When
we are not conscious, competent or
deemed to have capacity to decide, as is
often the case with individuals with devel-
opmental disabilities , then we must rely
on others, primarily a Health Care Agent,
to make these decisions for us.

There is a trend toward increased
awareness about, acceptance of and acces-
sibility to end-of-life care for the non-
developmentally disabled population,
including palliative and hospice care.
Paliative care is an interdisciplinary
therapeutic model, which istargeted to the
care of patients with &l types of chronic
progressive illnesses and is focused on
helping patients and their families main-
tain a satisfactory quality of life, manage
the burden of illness, and reduce the
sources of suffering throughout the course
of the disease. Contrary to popular belief,
palligtive care can be delivered along with
aggressive and curétive treatment. Hospice
services are generally delivered in an indi-
vidual's home at the point that curative,
aggressive care is determined to be inef-
fective or the individual declines further
treatment. The goal of hospice care is to
provide comfort and support, aleviate
physical, emotional and spiritual distress,
during the process leading up to death and
during the time of active dying.

While paliative and hospice care can
serve individualsliving in group homes of
all categories, sadly, individuals with de-
velopmental disabilities rarely receive pal-
liative care through hospice. One hospice
program reported that of 1200 people
served in the past year, only four were
developmental disabilities. One clinician,
who worked in this hospice for 30 years,
could not remember even one person who
was developmental disabilities. Most indi-
viduals with this diagnosis die in hospitals
and, at best, might spend their last daysin
a nursing home where they may or may
not receive hospice services.

As we examine the challenges faced by
caregivers of those with mental retarda-

tion at the end-of-life, let us consider Jose
(name has been changed to protect cli-
ent’s confidentiality).

Jose is a 27-year-old male, diagnosed
with a mild to moderate developmental
disability, with a full scale IQ of 51. He
lives in a community residence with other
developmental disabled adults with vary-
ing levels of functionality. There are staff
present 24/7.

Jose has relatively strong verbal skills,
can follow multistep instructions and
make simple decisions, but he also re-
quires staff direction. He cannot tell
time. His reading and writing abilities
are limited to writing his name and recog-
nizing some road and community signs.
He is independent in activities of daily
living but requires reminders from
staff. Heis unable to travel or make pur-
chases on his own. He has good social
awareness, knows the names of people
regularly encountered and relevant infor-
mation about them. He is able to label
emotions and distinguish between basic
emotions.

Jose lived with his family until three
years ago and was then moved into his
current group home. His family has had
moderate, but inconsistent involvement in
Jose’'s daily life. Due to other family
stressors, they do not often visit at the
residence and have been unable to ar-
range for visits home. They occasionally
attend treatment-planning meetings, but
this participation has also been inconsis-
tent. Because he is an adult, Jose's par-
ents are no longer his legal guardians,
although they could apply for that status,
if they so chose.

Jose was diagnosed in April 2008 with a
cancerous tumor of the bile duct(s). His
symptoms of abdominal pain, anemia, yel-
lowing of skin (jaundice), chills, fever, itch-
ing, weight loss, bloating, nausea and loss
of appetite, occurred suddenly. It was neces-
sary to perform surgery and subsequently he
received chemotherapy. Despite treatment
of chemotherapy and radiation, the cancer
oread to his liver and he became even
sicker and has a poor prognosis. He had a
very poor reaction to the chemotherapy.

Jose has never been educated about
death and dying and has not participated
in any rituals, including funerals. When
someone has died in his life their absence

has been either ignored or explained
away. While heisaware that heisveryiill,
he has not been asked what he wants or
what he thinks. Despite the progression of
his illness, there are no advance direc-
tives in place and Jose does not have an
appointed health care agent. Jose has
recently expressed a desire to stop treat-
ment, because he has experienced signifi-
cant discomfort, negative side-effects and
he has said on numerous occasions that
he is afraid. Despite these facts, Jose's
family members and his professional
caregivers have generally avoided talking
with him about his condition and progno-
sis, but have persistently encouraged Jose
to continue with the chemotherapy and
other aggressive care. Furthermore, the
issue of who isin a position to make deci-
sions about Jose's careisunclear.

Jose's case is not exceptional. There are
many myths about this population with
regard to their understanding about end of
life and their capacity to participate in
decisions that affect their life...and death.
Many caregivers struggle with how much
to explain and worry that the information,
especialy when the prognosis is grim,
will be too upsetting to the individual.

Among the myths, it is commonly be-
lieved that those with mental retardation:

e Cannot comprehend thefindity of death;

o Are incapable of making end-of-life
decisions;

« Do not fully experience grief and just
forget that their loved ones are gone;

e Will be traumatized from participat-
ing in end of liferituals (funeras, etc);

e Can't form or sustain attachments;

o Don't experience pain in the same
ways that those without disabilities ex-
perienceit.

In addition to the myths that impede
the involvement of an individual with
mental retardation in their own health care
decisions, other barriers that come into
play include:

e Caregivers commonly wanting to
protect their loved one from having to
make these kinds of decisions;

o Caregivers often have conflicting
views about the individual's capacity to
make his/her own decisions, including the
ability to decide on a health care agent;

o Caregivers — and society -- often lack
knowledge about the Health Care Deci-
sions Act for People with Mental Retarda-
tion, which provides guidance about the
appointment of a surrogate decision
maker when a health care agent has not
been assigned;

e  Confusion among two terms— compe-
tency and capacity, which are commonly

see End of Life on page 42



MENTAL HEALTH NEWS ~ SUMMER 2010

visit our website: www.mhnews.org

PAGE 25

F-E-G-SCaregivers.

On and Off the Job

By Ellen Stoller, Assistant Vice
President, Professional Development
and Consumer Affairs, Behavioral
Health and Behavioral Health
Residential Service, F-E-G-SHealth and
Human Services System

ple working in the Mental
edth field, who aso have a
family member that has a mental
illness, may give a richer per-
spective on recovery in both parts of their
lives. Laura Williams, F-E-G-S Regional
Director of SRO’s and Jerry Ramos,
F-E-G-S Assistant Vice President of Com-
munity Residences and Homeless Ser-
vices have been colleagues and friends
since the late 1990’'s. They have a lot in
common, both started their careers in
residential services at F-E-G-S at the same
time, they live in the same community
and they are both caregivers for siblings
who have a mentd illness. It isn't easy to
be a caregiver, nor is it easy to manage
the large network of F-E-G:S Behavioral
Health Residential Services, both are a 24
hour aday 7 day aweek responsihilities.
Laura and Jerry have become a support
system for each other, they intuitively
understand each other’s needs at the job,
the needs of their families and the needs
they both share as caregivers, on and off
the job.

Cultural Belief in Recovery

Both Jerry and Laura's families share
in some cultural beliefs around their sib-
lings, Andy and Margo's menta illness.
It's sometimes easier for families to be-
lieve that unnatural forces or an evil mis-
fortune befell a child as explanation of
why things went wrong in the family. As
mental health professionas, both Laura
and Jerry see their siblings' illness differ-
ently from their family’s beliefs. They
can explain what behaviors, diagnosis,
and functioning mean. They can be con-
fident that recovery isareal goal for their
respective siblings. In understanding the
mental illness they're also helping to
broaden perspectives and enlighten other
family members.

Laurd s Sister, Margo

Laurad's sister Margo got sick when
she was 16 years old, right after their
mother died. They grew up in a large
family, there are eight siblings, and at
various times since their father died
Laurd's other siblings have taken turns
housing and caring for Margo. But Margo
moved to New York five years ago and
after an unsuccessful move to an adult
home, cameto live with Laura

By day Laura sees to the staff and
consumer needs in F-E-G-S's SROs, by
night she sees to the needs of Margo.
Although Margo is getting more inde-
pendent she still needs help picking out
her clothes for the next day and in the
morning needs help getting ready to go
to her program. Plus, now at age 51 she
has health problems that Laura has to
coordinate care for. As Laura says, “I

live it, | breath it. When | see our con-
sumers | see my sister. | don’t burn out
because | can relate to them and their
families.” Although the caregiver role
comes with a 24 hour 7 day a week re-
sponsibility, Laura’s active involvement
with her own 8 children and 13 grand-
children keep her moving in many are-
nas and Margo is part of that world too.
Recently Laura went on a vacation that
Margo accompanied her on. They go to
church together, talk about family and
dance to Motown music. Although a
goal for Margo is to move into a housing
situation were she can be somewhat
more independent and develop interests
and friends separate from Laura, they are
adynamic duo. Hard asit isto be a care-
giver Laura was born to the part. She
remembers herself as the family care-
giver long before she ever dreamed of
being a social worker. After their mother
died Laura held the family together, of-
ten putting her own needs last. It took
her 20 years of stopping and starting to
complete her undergraduate degree. Her
social work degree came soon after.

Jerry’ s Brother, Andy

Jerry Ramos and his brother Andy
were born and raised in Puerto Rico,
where their parents still live. When Jerry
was 20 he came to the US and 18 year old
Andy soon followed. Andy, who suffered
a fal and a serious concussion when he
was 8 years old, began acting out when
he was 12, first with school truancy.

Other trouble followed, including drug
use. For the last 27 years Andy has
bounced in and out of drug treatment pro-
grams, living with Jerry, then moving to
Puerto Rico for three or four months at a
time and then back to New York.
Through all of this Jerry managed to
work his way up from his first job as a
dishwasher in the cafeteria of a hospital
to completing two masters’ degrees, Mas-
ters of Public Administration and a Mas-
ters of Social Work.

For years Jerry felt that treating his
brother’ s substance use alone was a mis-
take. He knew that Andy had a serious
mental illness too. One year ago Andy
disappeared in Puerto Rico, everyone was
sure he was dead. When he reappeared
Jerry brought him to New York. This
time Andy was ready to try an integrated
treatment program and start working on
his mental health issues. For the first time
in his life he started following through
with the steps to get housing. Although
Jerry says that Andy often doesn’t listen
to him because he is his older brother,
clearly, without Jerry’s commitment,
dedication and knowledge of the field,
Andy might easily have gotten frustrated
and given up on getting housing. They
both persevered and Andy now livesin a
supported housing program. As Jerry
says, “No one can tell me about hope,
stability, and al that. | lived it; | still live
it every day. Everyday for many years |
held out hope for my brother, it took
awhile, but it paid off.”

see FEGS Caregivers on page 40
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Parenting the Second Time Around

By Diane Henry, LCSW-R

Director Community Based Services
Putnam Family And

Community Services, Inc.

magine you are at work and the tele-

phone rings. It is the Department of

Social Services. You hear the

worker on the other end of the tele-
phone say, “Please come to the court-
house immediately. Your grandchild is
being removed from the care of her parent
and may be in jeopardy of being placed in
foster care.”

This is the scenario that many of the
participants in our Relatives as Parent Pro-
gram support group describe as being their
first experience with the Department of
Socia Services system of care for children.
Relatives as Parent Program or “RAPP,” is
a support group run by Putnam Family
And Community Services, Inc. The group
meets the third Monday of every month
from 6:30 -8:00PM. Child caregivers can
be grandparents, aunts, uncles, or adult
siblings of children, who come together
and discuss their specia issues as Rapp
families. They receive information, and
support in order to refuel for the task of
caring for children who have unexpectedly
joined them in their homes. RAPP staff
offer assistance with parenting and coping
skills, advocacy and support. The Relatives
as Parents Program (RAPP) was initiated

N
DianeHenry, LCSW-R

in 1996 by The Brookdale Foundation in
New York City. It is designed to encourage
and promote the creation or expansion of
services for grandparents and other rela-
tives who have taken on the responsibility
of surrogate parenting due to the absence
of the parents.

Putnam Family & Community Services, c.

Mental health services for children, adults and families

706 Executive Blvd., Ste F, Valley Cottage, NY 10989
845-267-2172

www.mharockland.org
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There are many ways that RAPP fami-
lies come together. One working single
grandfather we'll call John who is in our
support group, went to court one day and
came home with four small grandchildren
under the age of eight. He immediately
needed to equip his home with beds and
al the necessary items to care for these
children. John aso needed to figure out
how he was going to get these children
the special services they needed while
working a full time job. Suddenly, he was
cooking, cleaning, doing laundry, and
helping the children with their home-
work. John is not alone in his quest to
handle these weighty responsibilities.
Relatives that take on the role as parents,
face tremendous challenges as they now
have the full responsibility of these chil-
dren. They need help enrolling the chil-
dren in school, accessing health insurance
as well as medical and behavioral health-
care, and securing legal assistance. They
need to make appropriate decisions regard-
ing guardianship and kinship-foster care
that is available to families through Tem-
poray Assistance for Needy Families
(TANF). RAPP caregivers can become
confused by the sometimes complicated
legal system for children and may make
uninformed decisons not knowing the
ramifications that those decisions will have
on the children. RAPP staff and the sup-
port group offer first hand experience
about negotiating the systems that caregiv-

ers must deal with. In group, RAPP fami-
lies can hear how other caregivers are ad-
dressing tough issues and how they are
safeguarding the children and themselves.
Like John, RAPP families are usualy
at a stage in life where they were slowing
down maybe working part-time and 10ok-
ing forward to retirement. They never
envisioned themselves being suddenly
thrust onto the express track of parent-
hood again. Additionally, children in
RAPP need to heal and recover in therapy
from the sometimes traumatic experiences
of their young lives. They often need to
sort out the situations that they have been
exposed to in their original parenta
home. These situations can include do-
mestic violence, parental alcohol and drug
addiction, and unstable parenting. Some
have been neglected or physically abused
without the ability to understand that it is
not their fault. They have internalized
feelings of low self esteem, low frustra-
tion tolerance, poor communication skills
and few coping skills. RAPP staff can
assist the group members with updating
their parenting skills to dea with these
children and their specia needs. Often,
the parenting style they used the first time
around for their own children do not meet
the needs of their grandchildren. Families
receive help in order to learn about and

see Parenting on page 40
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Caring for The Caregiver : Becoming Fearless During Illnessand L oss

By Brenda Shoshanna, PhD

hen illness comes the entire

family network starts hurt-

ing. Everyone in it becomes

sensitized and in need of
greater attention and care. Rivalries may
begin to develop with family members
jockeying for control. A great dea of fear
and anxiety can get stirred up. Sometimes
an individual becomes intrusive and de-
manding. At other times unconscious feel-
ings towards the sick family member may
get stirred up and be expressed.

Faced with the loss of her sister, An-
nette clear said, “My sister isvery ill. It's
not just her. It's me, too. I'm also facing
all the fear and pain she is going through.
Please redlize, | need help too. I'm very
frightened. Now | have to be extra strong,
giving and understanding, no matter what
she says. | was never so understanding
before. I'm trying my best, but there's no-
body here being understanding of me.”

Often there is an implicit demand by the
patient that others come through for them.
The expectation is that now a family mem-
ber will love, support and give to the patient
in ways they were never ableto before.

This in itself can create a lot of diffi-
culty and be hard to bear, creating guilt.
It is very important to bring this dynamic
to light. Once it is looked at and dis-
cussed, a great deal of pressure may sub-
sidefor all.

Brenda Shoshanna, PhD

Undoing Guilt

Anything that helps dissolve the pres-
sure of guilt iscrucial at thistime. Guilt is
both powerful and lethal during a time of
illness and loss. Guilt itself can be consid-
ered to be a form of serious illness that
constantly erodes the quality of our lives.
Unfortunately, during a time of illness
much of the interaction between patients,
family members and care givers may be
infused with guilt. Some feel guilty that
they are healthy, while this family mem-

ber is ill. Others may blame themselves
for patient's illness, feeling that they did
not love them enough or give fully to
them in the past.

The guilt is not one-sided. Patients
may feel extremely guilty too. They may
be feeling helpless, worthless and unable
to contribute anything now. Some feel
like a drain on others and express a wish
to be dead rather than feel thisway.

All interaction that arises from guilt
inevitably goes the wrong way. It never
produces the kind of satisfaction and com-
fort al arein real need of. In order to care
for the caregivers and remove the pres-
sures of anxiety and fear thefirst step isto
help dissolve guilt.

When patients, family members and
care givers can learn to become aware of,
accept and express their feelings a great
deal of good can be done. Individuals no
longer feel so aone, patients do not feel
so abandoned. By expressing feelings,
hopes and expectations with kindness
and receiving feedback, everyone can
realize that their feelings may not point
to the truth. It can be very shocking and
healing to bring feelings to the open and
get in touch with the redlity of what is
going on.

Here is a wonderful process for a fam-
ily (friend, partner or caregiver to use to
help dealing with guilt:

« What have you not yet done for the pa-
tient that you fed you redly should do?

Write it down. Make alist.

Now, write down what you think the
patient would like you to do.

What would you really like to do?

Notice the differences and similarities
between the threelists.

Now, go on. What has the patient not
yet done for you that you still want
him to do?

Write it down. Make alist.

Canyou ask the patient for what you want?

Can you check with the patient about
what their needs are?

Can you do for the patient what has
to be done?

What is getting in the way? Are you
at least willing to try?

Also, make alist of all the things you
have done for the patient.

Write down all the things the patient
has done for you.

Sit down with the patient and discuss

see Becoming Fearless on page 36

It’s hard enough to find the right doctor - mental illness
and developmental disabilities can make it even tougher.

At ICL HealthCare Choices our team of doctors and staff understands the challenges faced by
women, men and children who have mental iliness, mental retardation and/or developmental disabilities.

Imagine a heath clinic with while-you-wait exercise classes; whose staff explains every choice and every
procedure to your client in a way that is understandable, caring and respectful; that tailors its services to
meet the individual needs of your client; and works with all your client’s service providers to ensure the
best coordinated care possible.
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Diabetes Management Nutrition Classes Physical Therapy
Primary Care Gastroenterology Podiatry Access to 24-Hour Care
Cardiology Gynecology Psychiatry Transportation

Open Monday through Saturday. Evening & walk-in appointments available. For more information, please

call: (718) 234-0073
1CL

Hablamos Espanol

ICL Healthcare Choices, Inc.
6209 16th Avenue, Brooklyn, NY
Accessible by N, M & D trains

and B-8 bus - www.ICLinc.net ICL Healthcare Choices

Improving Lives, Building Hope, Empowering People

ICL HealthCare Choices, an award-winning Article 28 diagnostic and treatment center, is an affiliate of the Institute for Community Living, Inc., a trusted provider of mental health and developmental disabilifies services.
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Where Do | Fit In? Elderly Caregiversof Children

By Rosa Serrano-Delgado LM SW
and Gail K. Golden, LCSW, EdD
VCSInc.

rowing numbers of grandpar-

ents and (other relatives) are

raising family member's chil-

dren. Historically, in some
communities, it was not unusua for chil-
dren to live with grandparents for al or
parts of their childhoods. More recently,
the arrival of drugs, consequent incarcera-
tions, and illnesses, including AIDS, has
resulted in larger numbers of families
from more varied communities raising
relative's children. Thus, these current
kinship placements often have roots in
serious family trauma. The consequent
adjustments required of aging caregivers
are many, as are the challenges to their
emotional well being.

Aging in itsdf can present challenges: eg.
less income, hedlth issues and losses. Grand-
parents raising grandchildren have these is-
sues to ded with and smultaneoudy have to
once more adjust to the needs of growing
children. Grandparents long awaited chances
to dow down give way to youthful needs and
energies. (It should surely be noted that most
grandparents find their lives deeply enriched

Rosa Serrano-Delgado & Gail Golden

by the children in their care. Nonetheless, the
necessary adjustments can be very sressful
for elderly caregivers)

Socidly and psychologicdly, grandpar-
entsraising grandchildren may suffer from an
unnamed, unidentified, identity criss. Where
do they fit in? Where do they belong?

If they are raising their grandchildren,

something is not “in place” with their adult
child. If the kinship placement is a result
of their adult child's drug abuse, neglect,
child abuse, incarceration, or mental ill-
ness, then that relationship is often con-
flicted. The elderly person may feel anger,
disappointment or grief with regard to their
own child, yet may still want to help them.
They also know the grandchildren are at
risk if they return to their parent. Feglings
of having ‘failed’ with their own children
can create additional anxieties about how
to raise grandchildren.

The adult child may resent their par-
ent for having custody of the grandchil-
dren. This puts a strain on the grandpar-
ent's role and confuses the relationship to
their adult child. Adult children who are
struggling with their own problems can
interfere with the grandparent's child-
rearing efforts. Visitation between chil-
dren and parents can be difficult and
painful. The parent's absence or erratic
presence upsets children. Conflicting
loyalties are painful, as elderly caregivers
feel torn between the needs of their own
children and the needs of their grandchil-
dren. Thisalso createsrole conflict.

Moreover, grandparents may not ‘fit' well
with their grandchildren. Grandchildren are
sometimes upset that they are not with their

parents and blame the grandparent. Chil-
dren's perceptions that grandparents are
keeping them away from parents can help
preserve the child's idedl of the good parent,
while fueling anger at grandparents.

Children are sometimes embarrassed
that their caregiver is so much older than
their peer’s parents. They are impatient
with the grandparents 'old fashioned'
views, and their distance from current
youth culture. For the elderly caregiver,
the longed for role of the grandparent who
can enjoy children during relaxed visits is
alost dream.

Socially, the grandparent often fedls
that they don’t fit in with the cohort of
parents in school because of the age dif-
ferences. When attending school func-
tions, they of course find much younger
parents who have friendship circles that
do not include them. They may not relate
to each other comfortably.

Finaly, elderly caregivers often do not
fit in with their own peers because now
they have added responsibilities con-
nected to the children, which their peers
do not share. While friends are getting
together, going to senior centers, planning
trips or signing up for classes, they are

see Fit In on page 40

The Americanswith Disabilities Act AmendmentsAct

By Carolyn R. Wolf, DouglasK. Stern,
and Eric Broutman, Esgs.

Abrams Fengerman, Fensterman, Eigman,
Greenberg, Formato & Einiger, LLP

he Americans with Disabilities

Act (ADA) was signed into law

by the first President Bush in

1990. The hill, championed by
Senator Bob Dole, who himself suffers
from a physical disability, was enacted
with the intention of eliminating discrimi-
nation against the disabled, whether it be
aphysical or mental disability. In addition
to eliminating outright disability discrimi-
nation, the law allows disabled persons to
request a reasonable accommodation
from, amongst others, employers. Such
accommodations allow the disabled indi-
vidual to function normally, and creates
an even playing field in the work arena
and society in general.

As disabled people brought claims
under the ADA, and lawsuits were argued
in the courts, Appellate Courts and even
the Supreme Court began interpreting the
language in the ADA in a more restrictive
manner, thereby limiting the statutes pro-
tections to a smaller and smaller group of
people. Many saw this limiting interpreta-
tion at odds with the bills “wide-net” ori-
gins. Of particular note, was the way in
which Court’s were restricting the defini-
tion of the term “disability”, a definition
one must meet in order to claim the pro-
tections of the statute.

For those suffering from a mental ill-
ness, and in particular anxiety disorders,
the limiting nature of the Supreme Court’'s
rulings made it harder and harder to claim

DouglasK. Stern, Esqg.

that one was disabled. If the person was
not disabled under the ADA that person
was therefore not entitled to the Act's
protections.

Thankfully, in 2008, George W. Bush
signed into law the Americans with Dis
abilities Act Amendments Act (ADAAA).
This law, in large part reversed much of the
Courts' prior rulings in an attempt to return
the gtatute to its original intention of protect-
ing al those who suffer from a disability.

This article will discuss the origina
ADA and how the Court’s interpretations
have resulted in limited coverage, specifi-
cally for those suffering from an anxiety

Eric Broutman, Esg.

disorder. Moreover, the article will dis-
cuss for each previously limiting area,
how these difficulties were remedied un-
der the ADAAA.

The Original ADA and How
The ADAAA Changesthe Law

First and foremost, as mentioned previ-
oudly, for one to be covered under the
ADA they must have a “disability” as that
term is defined under the ADA. If oneis
not “disabled” under the ADA they can
legally be discriminated against as aresult
of their physicd or mental ailment

whether that discrimination is in employ-
ment, their physical surroundings, or
treatment by the government. Under the
ADA disabled is defined as "a physical or
mental impairment that substantialy lim-
its amgor life activity." While mgjor life
activities are ultimately defined by the
Courts, the Equal Employment Opportu-
nity Commission (“EEOC”), the agency
charged by Congress to issue regulations
with regard to the ADA, has included
certain activities, such as hearing, seeing,
walking, etc. as major life activities.
While the EEOC list is non-exclusive
Courts have regularly looked to it in de-
fining the term “major life activity”

There are four significant areas where
Courts have interpreted the terms disabil-
ity and major life activity, which nega-
tively affected many individuals who suf-
fer from a mental illness, and in specific,
those who suffer from anxiety disorders.
These rulings worked to limit, if not out-
right prevent, those suffering from anxiety
disorders from seeking protection under
the ADA in Court.

Fird, there is the issue of taking correc-
tive measures, such as taking medication,
to dleviate the symptoms of an allment.
Under the old ADA, the Supreme Court
ruled that in circumstances where one suf-
fers from a disease, even a debilitating
disease, if that person took medication
which aleviated the symptoms of that dis-
ease they would not be covered under the
ADA. This is true even if without the
medication the symptoms of the illness
would surely leave the person disabled.
Thisview seems to be somewhat myopic,

see ADAAA on page 40
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Addressing the Needs from page 1

are recurrent; some are permanent. Some
are physical; some are mental. Many are
Cco-oceurring.

Each form of family caregiving has its
own dynamics. Indeed, each case has its
own dynamics. But there are some com-
mon dimensions of caregiving.

(1) Family caregiving is hard—very
hard—and very stressful. It is hard to
juggle the additional demands of alife to
which caregiving has been added as a
responsibility. The average family care-
giver of an older adult, for example,
spends about 20 hours per week providing
care—the equivalent of an additional half-
timejob. It ishard economically; except
for those who are so rich that expenses
averaging $5-6000 for older adults, and
that can run to tens of thousands of dol-
lars, per year are pocket change. And itis
hard emotionally. That a family member
is disabled is often a source of great sad-
ness. How to take care of a person with
disabilities is often a source of conflict
within a family. Many family members
experience guilt—about not doing enough
for their disabled family members or
about neglecting family members who are
not disabled. The stress leaves caregivers
at high risk of major depressive and anxi-
ety disorders and of physica illness.
Burnout is commonplace.

(2) It is also commonplace that—as Rod-
ney Dangerfield would put it—family
caregivers “get no respect.” Physicians
and other treatment providers often will
assume that family members (especially
women) will be caregivers no matter
what it takes. When they are smart and
humane, physicians may assign some-
one, such as a social worker, to help the
person assumed to be a caregiver to work
out what has to be done. But most of the
people | know who are or have been
family caregivers report experiences re-
markably similar to my own. Not only
did | get no help; it fell to me to help the
professionals, who deal with these situa-
tions everyday, to think through what has
to be done to manage.

Fundamental to the failure to provide
support for family caregivers is the fact
that very few professionals regard family
caregivers as equal members of the treat-
ment team. The pros figure everything
out; we caregivers get our instructions.

(3) Most family caregivers find it difficult

Michad B. Friedman, LM SW

to get al the services their family mem-
bers need or that they themselves need.
There are three major reasons for this.
First, there is a dreadful shortage of ser-
vices, especially good services. Second,
many, maybe most, people don't know
what services would be helpful or how to
get access to them when they do exist.
Third, people often need help at moments
of crisis; and, with the exception of ambu-
lances and emergency rooms, there are
not many services that are available at the
time of crisis.

While there are many more dimensions
of the difficulties of family caregiving, these
three alone have major implications for pub-
lic policy, implications that are dowly being
drawn and trandated into helpful services
and supports. Hereare afew of them:

(1) Government should fund family sup-
port. This should be a component of all
governmental initiatives related to serving
people with disabilities—home and com-
munity-based waiver programs, commu-
nity physical and mental health centers,
long-term care reform, etc. Respite is
among the most requested forms of family
support. Some family caregivers benefit
from support groups, though many are
just too busy to get to them. Other state-
of-the-art approaches include family psy-
cho-education, education about mental
illness, training in problem-solving skills
and in behavior management strategies, as

Kimberly A. Williams, LM SW

well as highly individualized services that
combine responsiveness to crisis, flexible
delivery of individua counseling for care-
givers, and family counseling designed to
end recriminations and get family mem-
bers on the same page.

In addition to services family caregivers
often need economic support. Tax credit
approaches are most frequently proposed.

(2) Increased Access to Services: There
need to be more community-based services
for people with disabilities and for their
family caregivers. And it is particularly
important that these services be more ac-
cessible. That means that they have to be
available at hours when family caregivers
can be free, that they have to be available
in home and community settings, that they
need to be available in the languages of
minority populations—who are in fact
more likely to provide caregiving at home
than is the general population. Also critical
are well-publicized sources of information,
individualized needs assessments, and as-
sistance to help steer people to the right
place at the right time and to be sure they
get the services they need.

(3) Recognition of the Importance of Men-
tal Hedlth: Although disabilities are often
primarily physical, for many people the
primary disability is rooted in a mental
condition such as schizophrenia, dementia,
profound affective disorders, and/or severe

anxiety disorders. For them the availability
of good treatment for their mental condi-
tionisclearly criticd. In addition, asistoo
frequently forgotten, people with physical
disabilities often experience emotiona
problems or co-occurring serious mental or
substance use disorders as well as physical
disabilities. Failure to identify and respond
appropriately to their mental health and/or
substance use disorders can exacerbate
their physical disabilities and increases
their risk of premature mortality.

In addition, as | have noted aready,
family caregivers are at high risk of mental
and physical disorders. They burn out and,
as aresult, disabled family members are at
higher risk of placement in ingitutions.
Addressing the mental health needs of fam-
ily caregivers benefits them, the family
members they care for, and a society trying
to hold down the use of ingtitutions.

(4) Dissemination of Best Practices. In
my experience most people, when they
think about it, understand how difficult
caregiving is for the family members who
take it on. But it seems to me that they
rarely think about it and that service pro-
viders from physicians to nurses, from
socia workers to home health aides, from
case managers to protective services
workers and more, do not know much
about how to provide support for family
caregivers. Public policy should include a
determination to spread understanding
and build competence.

Public policy initiativesin the four areas
noted above would go far to give the kind
of support that family caregivers need and
deserve. As | said at the beginning, our
society relies heavily on family caregivers
and owes them a debt of gratitude. Isn't it
time we begin to pay that debt?

Michael B. Friedman will retire as The
Director of the Center for Policy, Advo-
cacy, and Education of The Mental Health
Association and as Chair of The Geriatric
Mental Health Alliance of New York at the
end of June 2010. Kimberly Williams will
succeed Mr. Friedman as the Director of
the Center effective July 1, 2010. She will
also continue to serve as Director of the
Alliance. The opinions in this essay are
their own and do not necessarily reflect the
opinions of MHA or the Alliance. They
can be reached at mbfriedman@aol.com.

You can visit the webpage of The
Geriatric Mental Health Alliance at
www.mhaofnyc.com/gmhany
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An Update on the RAI SE Schizophrenia Research Project

An Interview with Jeffrey A. Lieberman, MD

By IraH. Minot, LMSW
Executive Director
Mental Health News Education, Inc.

ver the past severa issues,
Mental Health News has been
following the progress of the
RAISE project, an NIMH
sponsored research study that is examin-
ing the role and potential that early and
specific interventions can play in the re-
covery of people that have just been re-
cently diagnosed with schizophrenia. In
the interview that follows, Dr. Jeffrey A.
Lieberman, MD, one of the principal in-
vestigators of the project, gives us an up-
date on his team’s part of the project and
gives us some new and important infor-
mation about how the findings from the
RAISE project have the potential to change
the way menta healthcare is provided and
can radically improve the lives of people
who are at risk to develop schizophrenia.

Q: In our continuing effort to cover the
progress of this important study, can you
help us to better understand its rather
complex nature.

A: RAISE (Recovery After an Initia
Schizophrenia Episode) is the acronym
that names the project which the National
Institute of Mental Health (NIMH) is or-
chestrating to develop and test an inter-
vention that will foster recovery and pre-
vent disability in patients in their first
episode of schizophrenia. The RAISE
project consists of two studies. Our study

Jeffrey A. Lieberman, MD

is being led by myself at Columbia Uni-
versity and Lisa Dixon at the University
of Maryland, along with our colleagues at
those institutions and several others across
the country. The second study is being
led by Dr. John Kane, MD at The Zucker
Hillside Hospital on Long Isand. Both
studies make up two distinct investiga-
tions within the entire RAISE project.

The Columbia and Maryland study is
based on a very specific type of public

mental health model. For us to be chosen
to carry out this project, NIMH asked us
to come up with an intervention plan
based on what we know from research on
the natural history and clinical course of
schizophrenia and what we have learned
from intervention studies that have fo-
cused on patients in the early stage of the
illness, and then to demonstrate that this
optimized intervention could prevent dis-
ability and foster recovery in schizophre-
nia when implemented soon after patients
experience an initial schizophrenia epi-
sode. To make the results of the study
generdizable to the world of menta
health care, they wanted us to do thisin a
way that is ecologically valid — meaning
that it must be done in real world and rep-
resentative clinical settings. In addition
NIMH has also stipulated that the inter-
ventions in the studies must be able to be
implemented within the context of exist-
ing reimbursement systems. This was
certainly a challenging task but means
that if the study is successful in proving
the hypothesis, this early intervention
model can then be rolled-out and imple-
mented in clinical practice, amost imme-
diately. In other words NIMH is looking
to fast-track the results of this research
into clinical practice rather than wait the
usua 8 to 10 years for their trandation to
practice that is usually required.

To implement these rigorous stan-
dards, we have chosen to devise and test
our intervention in partnership with two
state mental health agencies — The New
York State Office of Menta Health
(NYSOMH) and the Maryland State Of-

Portraits of The Salf

fice of Mental Hedth (DHMH). Conse-
guently, members of the leadership of
these agencies including Mike Hogan,
PhD, Lloyd Sederer, MD, John Allen and
Joe Swinford in NY and Brian Hepburn,
MD, and Gayle Jordan Randolph MD in
Maryland are working with us on this
study.

The commissioners of both state offices
of mental health felt that we have a
unique opportunity to change the way
mental health services are delivered and
the way in which future generations of
people with schizophrenia are treated in
the United States. Both offices of mental
health would then agree to provide sup-
port for the services at clinical sites that
they either license or directly support.

Q: Can you clarify the distinctions be-
tween your part of the RAISE project and
Dr. Kane' s part of the study?

A: The Kane team is using a network of
approximately 30 clinical sitesin different
locations across the nation, as opposed to
our approach of working with two state
mental health systems and using the sites
that we identify with them within their
state-wide systems. There are also differ-
ences in the interventions that John’'s team
and our team are using, such as in the
specific choice of one type of psychoso-
cial treatment or another — or one type of
pharmacologic approach versus another.
Beyond that, the promise that we will
each using different approaches take what

see RAISE on page 34

By Thomas Good
Photojour nalist

've aways identified with the sub-

terranean souls, the underdogs, the

ones that needed a helping hand and

got kicked in the teeth for it. And so,
as a young firebrand, | went into health
care, working with people with mental
illness.

Twenty-five years ago | was the young
supervisor of a locked psychiatric unit. It
was locked because the patients didn’t re-
spond well to medication and couldn’'t
function without a lot of staff assistance.
Like dl health care workers who deal with
the disenfranchised, | learned to love these
folks who wanted only two things: to live
on their own and to have a job. Nothing
grandiose about these desires. But of
course, many of my patients would never
realize their dreams. What most people
take for granted. So, many of them had a
short term goal — to be accepted as hu-
man. Sadly, this dream also proved elusive.

One man, very tall, very ill — a Jewish
man we'll call Daniel — lived on my unit.
For the most part, his symptoms didn’t
respond to medication. But he was harm-
less, a gentle giant. | liked Danid athough

| didn’t know him well. | saw him every-
day and he impressed me. Despite his suf-
fering — he heard voices that berated him
— hefound joy in simple things.

One day a small man, very gray and
frail looking, came to the unit. It was a
stark contrast, father and son. The large
Daniel and the small dad. They sat to-
gether sharing some candies and chuck-
ling occasionally over asmall joke. It's an
indelible image for me.

It was a warm day, the day Danidl’s
father came. And so, midway through the
visit he removed his sport coat and he
rolled up his sleeves. | walked by the table
where father and son were conversing and
as | passed | noticed the numbers. | had
never seen Holocaust numbers tattooed on
an arm before and it was startling. Par-
ticularly as | am German American. | till
grit my teeth whenever | think of it.

After the visit | could only marvel at
the father’s ability to laugh. Surviving the
Holocaust only to see his son stricken
with schizophrenia. 1 have no words to
describe the combination of emotions this
image elicits — 25 years later.

Another man with menta illness |
knew named Joseph, responded better to
his medication than most of the patients
who lived on my unit. Joseph eventualy

Thomas Good

graduated from a halfway house and lived
in an apartment with other patients in re-
covery. Joseph lived simply with his one
“possession” — a dog. The dog was a
friendly little beast named Herman. A
neighborhood girl, a grade-school-age
youngster, often smiled at the dog when
Herman's owner took him for awalk. One
day the girl asked if she could pet the dog.
Joseph was anxious about interacting with
people he didn't know but he said OK.
Later that night, the girl’s angry father
showed up at Joseph’'s home — armed
with a baseball bat and accompanied by

some like-minded individuals. They beat
Joseph so severely that they fractured his
skull. Several surgeries and a steel plate
later the fracture was al but mended. And
S0, leaving Herman behind, Joseph got on
a train and headed upstate. Somewhere
north of the city he got off the train and
walked into the woods. He sat down and
waited to die from exposure. He was too
frightened to continue living. The police
called to let us know that he had been
found dead. | don't know whatever hap-
pened to Herman.

When | hear people talk about how
they don’t want people with mental illness
to live in their neighborhoods | think to
myself that | have never met a person
with mental illness who would use a base-
ball bat to crush another person’s skull.

If | could find a way to convey this to
the intolerant, to speak out for the least
among us, | would do so. | would be
shouted down, perhaps threatened. But the
truth would out.

Thomas Good is Editor of Next Left
Notes (www.nextleftnotes.net and
video.nextleftnotes.net). He is a member
of the National Writers Union - UAW
Local 1981, International Federation of
Journalists.
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Mental Health News Education, Inc. Welcomes New Board Members

Staff Writer
Mental Health News

he Board of Directors of Men-

tal Health News Education,

Inc. (MHNE) is pleased to

announce the election of two
outstanding community leaders to its
Board. MHNE is the nonprofit organiza-
tion that publishes Mental Health News
and Autism Spectrum News. The new
board members are Theresa Pirraglia, a
leader of the Westchester County, New
York autism community, and Alan Es-
kenazi a member of the management
team at Saint Vincent's Hospital West-
chester. In announcing the new ap-
pointees Peter D. Beitchman, DSW,
Chairman of the MHNE Board stated,
“We are extremely delighted and ex-
cited to welcome Theresa Pirraglia and
Alan Eskenazi to our Board. Theresa
has a wealth of knowledge and experi-
ence about autism spectrum disorders
and the needs of the autism community,
and Alan is very knowledgeable about
the mental healthcare delivery system
and its impact on people with mental
illness and their families in the mental
health community.”

Theresa Pirraglia

Theresa Pirraglia

Mrs. Pirraglia, a member of the Editoria
Board of Autism Spectrum News, is a Co-
founder and Board member of the Founda
tion for Educating Children with Autism,
(FECA). In 1996 she also co-founded the
Devereux Millwood Learning Center,

Alan Eskenazi, MA, CPHQ

(DMLC) located in Millwood, New Y ork.
DMLC is a day school for students with
autism ages 5-21 that utilizes the principles
of applied behavior analysisin al its meth-
ods of instruction. In 2009 she designed
and founded the Devereux Millwood En-
hanced Supported Employment - Day Ha
bilitation Program for Adults.

Theresa earned her Bachelor's Degree
in Communications at Fordham Univer-
sity. Sheis a former member of the Board
of The Putnam Associated Resource Cen-
ters, (PARC), a chapter of the ARC, a
former member of the New York State
Autism Network, and currently serves as a
member of the Westchester County Au-
tism Advisory Committee. In 2007
Theresa received the “Martha Fitzpatrick
Citizen Advocate Award” from The New
York State Rehabilitation Association,
Inc., (NYSRA), and in 2008 she received
a “Lifetime Achievement Award,” from
The Foundation for Educating Children
with Autism, (FECA).

Alan Eskenazi, MA, CPHQ

Mr. Eskenazi is the Vice President of
Quality and Regulatory Affairs for Behav-
ioral Hedth Services at Saint Vincent
Catholic Medical Centers. He earned his
Bachelor's Degree in Psychology at
Brooklyn College of the City University
of New York, and his Masters Degree in
Counseling Psychology at New Y ork Uni-
versity. He is a New York State Creden-
tialed Alcoholism and Substance Abuse

see Board Members on page 38

Anti-Racism M ovement Growing in Mental Health Sector

Theme to be Addressed in Upcoming Winter | ssue of Mental Health News

Staff Writer
Mental Health News

| Levine, Executive Vice Pres-

ent and CEO and Mary Pender

Greene, Assistant Executive Direc-

tor of The Jewish Board of Family

and Children’s Services (JBFCS) have been

leaders in what can only be described as a

growing Anti-Racism movement within the
local nonprofit community.

JBFCS has fully committed itself to
rooting out the structural and systemic
racism which is endemic in our society
and even infects well intentioned, highly
functioning mental health and socia ser-
vice organizations. While it has played a
leading role in this effort, JBFCS is not
aone. Over the past few years, more than
3,000 members of the local nonprofit hu-
man service provider community, includ-
ing CEOs and senior executives at many
agencies, faculty and deans of the schools
of socia work have attended Undoing
Racism™ workshops and other presenta-
tions by the Peopl€e's Ingtitute for Survival
and Beyond (PISAB).

Many leading organizational and pro-
fessional associations have now estab-
lished strategic partnerships with
(PISAB) to further this effort. These in-
clude the Human Services Council of
New York City (HSC), Council of Family
and Child Caring Agencies (COFCCA),
Black Agency Executives (BAE), The
Black Equity Alliance (BEA), the National
Association of Social Workers — NYC

Paul Levine

(NASW), a number of the metropolitan
schools of social work, and the Anti-
Racist Alliance (ARA). Through the col-
lective efforts of these organizations,
human services staff, social work educa-
tors, and practitioners now lead a move-
ment committed to transforming service
delivery and undoing structural racismin
the field of mental health and social ser-
vices. During the Spring/Summer 2010
both COFCCA and the HSC are sched-
uled to sponsor Undoing Racism™ pres-
entations for board members and execu-

Mary Pender Greene

tives of some of New York City’s lead-
ing human service agencies.

With regard to the need to address is-
sues of racism within the mental health
sector, Paul Levine, states: “First, | would
hope everyone would set aside the notion
that we are all experts on issues of race in
organizations because we have worked
with a diverse staff for however long. My
experience is that the more sensitive and
complex any subject the more we have to
be willing to expose ourselves to new
perspectives on it. There is no subject that

is more complex than race. | am well
aware that there are aways significant
demands on overwhelmed executives. We
frequently butt up against deadlines,
budget crises, and this year it will be the
effects of the new RFP results, clinic re-
structuring or the social work licensing
issue. | can predict right now that a good
percentage of executives will want to
postpone participating because of these
and other competing issues. | aso am will-
ing to take arisk and say that it will dways
be difficult to get people to attend because
of the subject of race. The struggles with
race are so ingrained in us that we treat it
asa“given” that is aways with us and that
permits us to ignore how powerful it is —
sometimes on a level that is not conscious.
The best evidence | can give for thisis my
own personal experience of how hard it is
to keep engaging thisissue.”

Mr. Levine believes that the Undoing
Racism™ workshops and other presenta-
tions will “open up more avenues for or-
ganizations to address race in ways which
will improve morae and make us feel
even more proud of the work that each of
our organizations does.”

According to Mary Pender Greene,
“Understanding the impact of race and
racism are essential guiding principles for
mental health and socia service agencies.
Racism greatly burden and impact the
lives of al people of color, which in-
cludes both our clients and staff. One can-
not claim clinical excellence without the

see Anti-Racism on page 40
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EE NyuSilver

Silver School of Social Work

Division of Lifelong Learning
and Professional Development

Save the Dates
October 27 and 28, 2010

Two-Day Conference
Addressing Recovery-Oriented
Services in Mental Health

pay 1 Focus on Practice

Sponsored by NYU Silver School of Social Work.

Cosponsors: NYAPRS, New York City Department of Health and
Mental Hygiene, Community Access, Services for the Underserved,
and others to be named.

pAay 2 Focus on Research

Sponsored by Center to Study Recovery in Social Contexts,
Nathan Kline Institute, and NYU Silver School of Social Work.

FOR MORE INFORMATION
visit www.nyu.edu/info/swee/mhn
call 212.998.5963  e-mail ssw.continuinged@nyu.edu

(?’ NEW YORK UNIVERSITY

New York University is an affirmative action/equal opportunity institution

Do You Suffer From
Obsessive-Compulsive Disorder (OCD)?

If you are on medication but still have symptoms, you may be
eligiblefor atreatment study that would provide medication or
cognitive-behavioral therapy at no cost to you.

If you are not on medication, you may be eligible for one or more of
our research studiesaimed at lear ning mor e about how OCD works
in the brain; each provides compensation for your time.

Please visit our website at www.columbia-ocd.org
or call the OCD Research Clinic at Columbia University
for a confidential screening: (212) 543-5367

&2 COLUMBIA PSYCHIATRY

DEPARTMENT OF PSYCHIATRY,
COLUMBIA UNIVERSITY COLLEGE OF PHYSICIANS & SURGEONS

NEWYORK-PRESBYTERIAN HOSPITAL/COLUMBIA UNIVERSITY MEDICAL CENTER
NEW YORK STATE PSYCHIATRIC INSTITUTE

WJCS

Westchester jewish
Community Services

When you need help, Westchester Jewish Community Services is here for you

WJCS offers comprehensive mental health services

Out-patient Treatment for People of All Ages
Specialized services for individuals
with developmental disabilities
Intensive Community—based Services

for Children and Their Families
Learning Center for children and adults

Geriatric Care
Continuing Day Treatment
Mobile clinical services
Case management
Social Clubs

COMPEER
All services are offered on a non-sectarian basis

Call WJCS at (914) 761-0600
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RAISE from page 31

we have learned from the past 20 years of
research in early stage schizophrenia and
see if we can apply at the clinical service
level in community based sites.

Q: In your many years of work to im-
prove the lives of people with schizophre-
nia, has there ever been such a monumen-
tal and promising approach to changing
the models that are currently being used
to help people with schizophrenia?

A: When | began training in the late
1970's there was a type of therapeutic
nihilism that pervaded clinical approaches
to schizophrenia — meaning that you
could suppress psychotic symptoms but
you couldn’t really do that much to reha-
bilitate or restore people's lives to what
they were before their illness. 1t was gen-
erally thought that people with schizo-
phrenia were doomed from the womb
with an inexorably progressive disorder, a
dogma that had its roots in Kraepelin's
original formulation of schizophrenia
from the late 1900's and amplified by
genetic theories. However, the research
that was conducted in the 1980's, 1990's
and into the 21% Century suggests that if
you intervene early and optimally, you
can prevent the disability from occurring.
This strategy has found its most zealous
expression in the form of the early detec-
tion intervention prodroma approach to
psychatic disorders which has caught on
and is being pursued around the world in
many countries. However the problem
with that approach in terms its readiness
for prime time, is that we do not have a
specific and reliable means of identifying
patients without identifying a significant
proportion of so-called false positives —
people who may have the so-called pro-
dromal criteria, but never go on to de-
velop a syndromal psychotic disorder. We
know that when most people develop
syndromal schizophreniathey do not nec-
essarily seek or receive treatment right
away. The mean duration of symptoms
before a first treatment is generally about
ayear. We have learned that the sooner we
treat them the better. We aso know that the
fewer relapses that they have after recovery
from the first episode, the better their
chances for maintaining their recovery and
preventing what research now understands
as an actua deterioration in the synaptic
pathways of the brain. Right now, our abil-
ity to test optimal interventions after people
do meet syndroma criteria is ready for
prime time — and that's basically what the
RAISE study isall about.

Q: So what you're saying is that without
early intervention, continued episodes of
schizophrenia actually destroy synapses
in the brain — and a person’s inability to
recover at that point is not because they
have been so terribly traumatized psycho-
logically after such scary and upsetting
events?

A: It's a matter of brain chemistry and
neural circuitry. We know that a chemi-
cal disturbance in the brain with the neu-
rotransmitters dopamine and glutamate
initially gives rise to psychosis. When it
is not stabilized or suppressed in time and
is alowed to go on too long then that
creates a toxicity which disrupts the in-
tegrity of the cell membranes and pro-
duces a structural pathology whereby

patients lose synapses. The same thing
occurs if they have recurrent episodes in
the form of psychoatic relapses. If this hap-
pens repeatedly, this causes the same type
of progression from neurochemica pathol-
ogy to structural pathology. When they
get to the point of structural pathology
that’ s where the medications we have can’t
necessarily restore those synaptic connec-
tions. To combat this deterioration, we
will need to have newer medications with
potentially neurotrophic effects and/or
with the potentia to stimulate neurogene-
sis, and to potentially exert neuroprotective
effects. Our current antipsychotic drugs,
although they are good at suppressing the
overactive chemical stimulation are not
able to produce these neurotrophic and
neurogenesis type effects.

The demoralization and discourage-
ment that you referred to in your question
can frequently lead to people committing
suicide. That generally occurs because
people can't get back to where they were.
While they still have some awareness of
that they become redly dispirited and
demoralized by it.

Q: Does this new knowledge of synaptic
deterioration also apply to other illnesses
such as depression or bipolar disorders?

A: It seems to a lesser degree in bipolar
disorder where people have multiple epi-
sodes or sustained periods of manic psy-
chosis. They do experience some degree
of deteriorative progression but not nearly
to the extent that people with schizophre-
niado. Interms of depression, there has
also been some new research which has
explored the possibility of some form of
neurotoxicity that occurs — particularly in
the medial-temporal lobe in the hippo-
campus. It is believed that this neurotox-
icity may be caused by too high of alevel
of circulating cortisol that we believe is
brought on when people experience high
levels of stress. This has not yet been
fully verified.

With schizophrenia however, we have
upwards of twenty studies that have
shown the loss of brain gray matter which
we believe reflects synaptic deterioration.
MRI studies have shown that there is an
actual loss of gray matter in the brain in
the frontal and temporal lobes and to a
lesser extent to the parietal lobe — which
can amount to a loss of from 1-3 percent
of brain tissue per year in the initiad
stages of schizophrenia. Thisisrelated to
how many episodes a patient has had and
how well they have responded to treat-
ment. It is believed that this is a biologi-
cal marker of this progressive process and
this clinical deterioration.

This is why the RAISE project is so
important. We know that people are most
responsive to treatment at the beginning
of their illness and that they are most sus-
ceptible at that point to the progression of
the illness and its deteriorating effects if
the illness is not stopped in the first epi-
sode. Therefore, the best time to stop
schizophreniain its tracks is to get people
at the beginning of their illness and make
sure we treat them as effectively as possi-
ble, keep them engaged in treatment, and
help them to remain stable throughout the
remission processes.

What | think has become amost uni-
formly observed and understood in pa
tientsis that when people get sick for the

see RAI'SE on page 38
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The Disability Studies Program

At CUNY
School of Professional Studies

By Mariette J. Bates, PhD

Academic Director, Disability Studies
Programs, Distinguished Lecturer
CUNY School of Professional Studies

n 1975, when | began working for
Max Schneier and Mort Posner at
the Federation of Parents Organiza-
tions for the New York State Men-
tal Institutions, there were no courses to
teach me what | needed to know about
disability, deinstitutionalization, or ad-
vocacy for service recipients and their
families. The idea of community based
programs was a new and compelling
one. Many agencies and programs were
being created for the first time to serve
those moving from institutions or who
were living at home. New to the field, |
read everything in our office, and |
learned about mental health advocacy
from those publications and from my
daily work with Max and Mort. In 1977,
now working for One to One, the foun-
dation started by Geraldo Rivera after
his exposé of Willowbrook State School,
I created the first national library on
community care for people moving from
institutions to the community.

Over 30 years later, we have agencies
and services that our earlier selves could
have only dreamed about. However, the
need is still there to help workers at every
level to understand their important place in
our nation’s history, to explore the phe-
nomenon of disability and its relationship
to public policy, law, the humanities, sci-
ence and social science, and to reflect on
how disability intersects with contempo-
rary culture. That’s why I’m thrilled to be
heading CUNY’s School of Professional
Studies’ Disability Studies Program.

It was just 18 months ago, in January
of 2009 that the first group of students
enrolled in the Master of Arts in Disabil-
ity Studies program. Our program is de-
signed to prepare a new generation of
service providers, advocates, researchers
and policy makers to become more in-
sightful and skilled professionals. Stu-
dents gain new perspectives on their
work, new confidence in their abilities,
and new commitment to working on be-
half of people with disabilities. Nation-
wide, there has been a surge of interest in
Disability Studies in the last several
years, with more programs being created
at universities each year at the under-
graduate and graduate level.

In addition to the M.A. program, we
offer an Advanced Graduate Certificate
and undergraduate course work in Dis-
ability Studies. The Advanced Certificate
is a good choice for students who want to
learn more about disability but are unsure
about whether they want to pursue a Mas-
ter’s Degree. Both the certificate and
degree programs were developed in part-
nership with the John F. Kennedy Insti-
tute for Worker Education; the degree
program grew out of the increased inter-

Mariette J. Bates, PhD

est and demand for graduate level courses
beyond those offered in the certificate
program. We celebrated the first Masters
graduates in early June, 2010.

Our students bring a variety of experi-
ence with them: some of them work in
agencies providing services, some work
on policy and administration, and others
are interested because of a personal con-
nection. Students who have worked in
the field of mental health or intellectual
disabilities for decades are just now learn-
ing the history of the field for the first
time, as well as being challenged to think
critically about disability and society, and
they are energized and excited about the
coursework. “In each of the four classes
I’'ve taken, I've seen more enthusiasm
than | have ever witnessed by fellow
classmates,” says student Caryn Giananti.
“The program has been nothing short of
excellent. It’s a privilege to learn from
professors who are part of the leading gen-
eration to examine U. S. life through this
lens.” About ten percent of our students
have disabilities, and we also have several
faculty members with disabilities. Their
experience and perspectives enrich class
discussions and inform the course reading.

The current fiscal climate only serves
to underscore the need for creativity and
advanced skills in the workforce making
the Disability Studies programs espe-
cially relevant. Students have the oppor-
tunity to step back, learn and reflect, and
then re-engage with renewed energy and
expertise.

Applications for the fall 2010 certifi-
cate courses will be accepted through
May 15, 2010, while applications for the
Masters degree (Spring 2011 cohort) have
a deadline of December 1, 2010. For
more information on the Disability Stud-
ies programs at the CUNY School of Pro-
fessional Studies, visit www.sps.cuny.edu/
madisability or call 212-652-2869.

Mental Health Association
In Putnam County, Inc.

1620 Route 22
Brewster, NY 10509

™

Promoting a vision of recovery for individuals and
families coping with mental health issues

* Peer-Run Information and Referral Warmline
* Consumer-Drop-In-Center
* Peer Bridging Program
* Self-Help Groups
* Education and Support for Family Members
* Community Outreach and Education

all of our services are available free of charge

(845)278-7600

www.mhaputnam.org
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Quality Healthcare Solutions Group

Jorge R. Petit, MD
917.972.3344 - info@ghsgroup.org
www.ghsgroup.org

Quality Healthcare Solutions Group serves the behavioral health community with assessments,
recommendations, and tools for the overall improvement of their operations and services.
Founded on the extensive clinical, administrative, government and consulting experience of
Jorge Petit M.D., QHS provides behavioral health organizations the solutions they need to
meet an ever-changing and complex healthcare environment. No matter the size of your
organization or how serious the need for improved operations, QHS can provide the right
balance of strategic thinking and actionable strategies to provide targeted solutions and better

care. Contact us today to put our insights and practices to work for your organization.

Are you currently being treated for schizophrenia?
Do you still have trouble being social or finding
motivation? Are you looking for a non-medication
treatment? Do you know someone who is?

COLUMBIA UNIVERSITY is accepting volunteers into an
outpatient research study for schizophrenia and schizophrenia-like
symptoms, using transcranial magnetic stimulation, an
investigational procedure, to try to help with social isolation,
low motivation, and loss of interest.

Participants must be 18-55 and in active treatment with a psychiatrist.

Contact (212) 543-5767
Or email: BBClinic@columbia.edu

Woodstock Manor
Henry Howard

P.O. Box 97
Lake Hill, N.Y. 12448
www.woodstockmanor.com

Telephone: (845) 679-2761
Fax: (845) 679-6533
woodstockmanor@hvc.rr.com

New York's Leading

Holistic Learning Center

Short Term Rentals
Located on Manhattan’s Murray Hill Area
Accommodating Meetings, Workshops, Trainings, Group Therapy Circles,
Urban Retreats, On-Going Classes & More
Contact: Maria Rodriguez 212-219-2527 x135  Mrodriguez@opencenter.org

OPEN
CRNTRR

22 E. 30th Street NYC 10016

www.opencenter.org

Suicide Loss from page 15

professional careers’, noting that one-
third of these therapists experienced se-
vere distress that lasted at least one year
beyond the initial loss. Many considered
leaving the profession after this experi-
ence.

Many factors can affect the duration
and intensity of a clinician’s response to
this loss, such as treatment context, super-
visory and colleague support, legal issues
and personal history. Legal prohibitions
around confidentiality, and the subse-
quent lack of access to grief rituals make
the normative processing of grief diffi-
cult, if not impossible. In addition, many
clinicians experience reactions from col-
leagues, staff and supervisors which are
quite unsupportive. Quinnett (2008) re-
ports that many clinicians reported a pat-
tern of isolation and interpersona dis-
comfort with their colleagues, who im-
plicitly or explicitly expressed judgment
about their competence. Such reactions
may lead to a well-founded ambivalence
about disclosure, and consegquent resis-
tance to seeking out optima supervision/
conaultation or even persond thergpy that
could help clinicians gain clarity or support.
Many professionals have described feeling
completely abandoned by their colleagues
and by their own hopes and expectations
for support, after the distressing experi-
ence of losing aclient to suicide.

Effects on Clinical Work

In general, the suicide loss of a client
commonly leads therapists to question
their clinical abilities, and to experience a
sharp loss of confidence in their work.
The common responses to a suicide loss
(including numbness, sadness, anxiety
and generalized distress) are likely to
result in at least some temporary disrup-
tion of a clinician’s optimal functioning.
PTSD symptoms may impair clinica re-
sponse and therapeutic judgment, and
since such symptoms and states may be
triggered by exposure to other potentialy
suicidal clients, they are more likely to
impact clinical functioning when working
with suicidal individuals. Hendin et al.
(2000) noted that even the most experi-
enced therapists expressed difficulty in
trusting their own clinical judgment, or
accurately assessing risk after a suicide
loss, often tending towards hypervigi-
lance in relation to potentia suicidality
or, conversely, the minimization or denial
of suicide potential.

Positive Changes/Posttraumatic Growth

Traumatic experiences can paradoxi-
cally present a multitude of opportunities

for new growth. Fuentes and Cruz (2009)
found that post-traumatic growth was
fostered by perceived social support, the
willingness to discuss distressing issues
with supportive others, and openness to
change.

Despite their initial distress, many
clinicians are able to identify retrospec-
tive benefits to their experience. These
include becoming better educated about
suicide and the likelihood of its occur-
rence, and an increased sensitivity to-
wards suicidal clients and those bereaved
by its loss. In addition, clinicians report
more realistic appraisals and expectations
in relation to their clinical competence,
and more awareness around their own
therapeutic limitations. They aso become
more aware of the issues involved in the
aftermath of a client suicide, including
perceived gaps in the clinical and institu-
tional systems that could optimally offer
support to both families and clinicians.

In addition to the changes related to
knowledge and clinical skills, many clini-
cians also note deeper persona changes
subsequent to their client’s suicide. Many
clinicians feel that once they are more
resolved with their own grief process,
have expressed the desire to support oth-
erswith similar experiences.

Clinician-Survivors Task Force

The Clinician-Survivors Task Force of
the American Association of Suicidology
provides consultation, education, support
and resources to clinicians who have ex-
perienced the suicide loss of patients,
family members, clinical colleagues or
therapists. We recognize that al of these
losses carry implications within personal,
clinicd and professional domains. The
Task Force provides a listserve and a
website, on which there are opportunities
for clinicians to share experiences about
suicide loss, a bibliography of relevant
publications, and postvention protocols.
In addition, the chairs of this task force
conduct Clinician-Survivor support ac-
tivities at annual AAS conferences, and in
their respective geographic areas. Future
goals for the task force include empower-
ing current clinician survivors to advocate
for the support of future clinician-
survivors, to disseminate the information
that is currently available on the sequelae
of clinician suicide loss, and to increase
the research that is conducted on this
topic. To access the CSTF website, visit
the AAS website (www.suicidology.org)
and scroll down to the “I am” section of
the home page or go to the “Survivor”
page and click on the “Clinician-Survivor”
link. To request to join the listserve, plesse
contact Dr. Vanessa McGann at
vimecgann@aol .com.

Becoming Fearless from page 27

your list. Accounts get settled amidst
laughter and tears. This process can also
be done by a patient who is experiencing
guilt with a given family member. The
most helpful part, of course, is opening
all of this up for discussion with one an-
other. Tremendous relief and renewal are
available here.

Relinquishing Blame

Another important of relieving anxi-
ety and fear is helping family members

(especially children) to see that their
feelings did not injure their family mem-
ber. Another person's illness is never
created by them. It may greatly help to
say that no one is to blame for what is
going on. It is surprising how much this
may calm everyone down. Just by ac-
knowledging and accepting the truth of
the matter, a lot of self blame and guilt
can often be dissipated.

Casting blame (on others and oneself)
happens so often that it merits real exami-
nation. The deep sense of not having done

see Fearless on page 37
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Becoming Fearless from page 36

enough, not having been able to save a
loved one, leads many widows to die
within a year of their husband's desth.
They may not feel they deserve to live
happily once their beloved is gone.

In the case of a child dying in the fam-
ily, spouses usually blame each other. All
the times they did not love enough now
appear in front of their eyes to be reck-
oned with. Blame cries out to be looked
at and understood as a perfect example of
misplaced sense of responsibility.

Families and care givers need to redlize
that they are not in control of the patient's
life, illness or recovery. No matter how
much they care for the patient, ultimately
each person has their own degtiny and life
course and must answer for themselves.

Manipulation and Control

There is no one as powerful as a sick
person. The wesker and sicker they are, the
more they can create fedings of guilt and
obligation in those around. What a tremen-
dous trap this can be. Certain patients use
their illness to get what they want. Their
illness becomes a sudden opportunity to
make dl kinds of clams upon others,
claims they may have had no right to make
before. This kind of domination can be so
overpowering that family members and care
givers need protection fromiit.

A person may have been needy and hun-
gry for avery long time. Now all of a sud-
den their illness gives them theright to let it
al loose. It is easy to be overwhelmed by
the demands of this needy person.

Another person may be deriving so
many benefits and pleasures out of being
ill that they can become unconsciously
determined not to get well again. Why
should they? What's in it for them?

Some patients become sick in order to
“get back”, to make someone dsein the fam-
ily pay. They may be saying implicitly,
“Now you have to take care of me, whether
you likeit or not. Y ou didn't love me enough
before. Y ou just haveto love me now.”

The price they pay for this kind of
love is sickness and pain. Some pay it
willingly. Unconscioudly they are plead-
ing, “I'll stay helpless and wesk if only
you'll give me your love.”

Not too many family members are
strong enough to remain unmoved by this
kind of tyranny. Most feel trapped and
begin to comply. They are not trapped by

If you are experiencing a difficult time
in your life, always remember that you are not alone.
Thereisa caring and helpful mental health community
nearby that can help you get through this difficulty.
Don’t feel embarrassed or afraid to ask for help,

itisnot a sign of weakness.

Best wishes from Mental Health News.

the patient really, but by their own feel-
ings of guilt and fear.

In this case, complying with the de-
mands of the patient can only make mat-
ters worse. When we give out of compul-
sion, the needs of the person to whom we
are giving only intensify, and may seem
insatiable to all.

As the person's insatiability grows, our
own sense of inadequacy deepens. Noth-
ing we give will ever be enough. The
more we give in this manner, the unhap-
pier we al become.

Extricating Ourselves From Binds

In order to extricate ourselves from
binds it is necessary to understand that if
we are giving at our own expense, if we
are suffering as a result of what we are
giving, or if the person we are giving to is
suffering, this is not true giving at all.
Eventually it will backfire.

If we are giving (or being given to) out
of fear, sadness, obligation, desperation,
then that is exactly what the gift contains—
fear, sadness, obligation, and desperation.

All we have to give to someone is our
own state of being. It is always only our-
selvesthat we are giving. If we come to
one's bedside grim, exhausted and filled
with a sense of obligation, then that is
what we are giving. However, this resent-
ment will not be present when you can
say “no” comfortably, when you can find
your own inner rhythm, take the time
needed to nourish yourself, find your own
balance and determine what you can com-
fortably give.

Once this is done, give what you can
gladly. You will feel wonderful. If the
person wants more, you will be able to
refuse them clear-mindedly. And what
you give will be whole-hearted, beneficial
for you and others as well. When you
learn to give in that manner, an emotional
healing takes place, both for you and
those you interact with. Then guilt and
fear have no place to hold on.

This article is based upon Brenda Sho-
shanna's new book Fearless. (The 7 Prin-
ciples of Peace of Mind), Barnes & Noble,
Serling Press. www.becomefearless.org.
Dr Shoshanna's work is dedicated to as-
sisting you in dissolving your fears so you
can reclaim your original, strength, wis-
dom and resilience. She shows you how to
transform fear into courage so that you
can live life to the brim. Workshops avail-
able. Contact: topspeaker @yahoo.com

T R R o

Human Development
Services of Westchester

Creating Community

e Human Development Services of Westchester serves adults and familieswho are
recovering from episodes of serious mental illness, and are preparing to live
independently. Some have had long periods of homelessness and come dir ectly
from the shelter system

e IntheResidential Program, our staff works with each resident to select the
level of supportive housing and the specific rehabilitation services which will
assist the person toimprove hisor her self-care and life skills, with the goal of
returning to a more satisfying and independent lifestyle.

e TheHousing Services Program, available to low and moder ate income
individuals and familiesin Port Chester through the Neighbor hood
Preservation Company, includestenant assistance, eviction prevention, home
owner ship counseling, landlord-tenant mediation and housing court assistance.

e HopeHouseis a placewhere persons recovering from mental illness can find
the support.and resour ces they need to pursue their vocational and
educational goals. Located in Port Chester, the Clubhouseis open 365 daysa
year and draws members from throughout the region.

e |nthe Case Management Program, HDSW staff providesrehabilitation and
support servicesto personsrecovering from psychiatric illness so that they
may maintain their stability in the community.

HDSW

930 Mamar oneck Avenue
M amaroneck, NY 10543

(914) 835 - 8906

HOPE HOUSE
100 Abendroth Avenue
Port Chester, NY 10573

(914) 939 - 2878

Since 1975

/A

Search for Change has been rebuilding lives and strengthening
communities for more than 30 years and continuesto be a
major force that provides a safe haven for individuals
recovering from mental illness.

e Residential Services .
o Career Support Services .

Private Case Management
24 Hour Staff Support

95 Church Street, Suite 200, White Plains, New York 10601
(914) 428-5600 www.searchforchange.com
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Financial from page 10

time he owed an SSl overpayment of ap-
proximately $20,000. Fortunately, Michael
learned of Federation's Community Trust B
which alows disabled individuals to fund a
trust account on their own behalf. After
repaying his overpayment to SSl and fund-
ing the Trust with the balance of his inheri-
tance, Michadl re-gpplied for SSI benefits
and was approved. In the last 5 years, Mi-
chael been able to use funds in the Trust to
purchase a car, pay for auto insurance, pur-
chase furniture for his gpartment as well as
pay for medica expenses not-covered by
Medicaid. He remains dligible for SS| and
Medicaid and resides in a Section 8 apart-
ment. As Michadl says, “I don't redlly live
any differently, but | fedl better knowing the
money isavailable.”

The establishment of a special needs
trust is a serious legal matter that requires
the assistance of an attorney with exper-
tisein this area. There are severd differ-
ent options and rules change. Decisions
are made on the basis of individual need.
There is nothing that can replace the
peace of mind that caregivers achieve
when they know that the future of their
loved one has been protected properly.
Federation has become expert in adminis-
tering trusts that ensure the long-term
financial future of individuals with serous
disabilities.

For more information, e-mail Suzanne
McCarthy, Manager, Financial Management
Program at:  SVicCarthy@fedoforg.org.
Barbara Faron, LMSW, CPRP, is Chief Ex-
ecutive Officer of Federation of Organizations,

Mental Health from page 9

For example you wouldn’t say someone
is cancer but that they have cancer. As
some children with mental illness require
medication, NAMI reduces the stigma
with the analogy that mental illnesses are
biologically based brain disorders, and
you wouldn't deny someone with diabe-
tes insulin to balance out their body
chemistry, so mental illness is no differ-
ent. Getting past the inappropriate shame
and blame allows parents to take better
care of themselves as well as their chil-
dren with special mental health needs.
Lastly, for a comprehensive na-
tional listing of children’s mental
health resources, (including websites,
articles, databases) for both parents

RAISE from page 34

first time with a psychotic illness —
whether its schizophrenia or schizoaffec-
tive disorder or even affective psychosis,
even if they respond to treatment and have
recovered — is that they don’t have alot of
awareness of what they just went through.
They understand that something happened
to them and they may have been sick, but
they don't know what schizophrenia
means and they don’t know that is likely
to be a recurring and life-long illness. In
addition, they don’t particularly like hav-
ing to take medications — especialy if
they cause side-effects. Patients often say
“OK, I will take this medication until eve-
rything is gone, and then | am going to get
back to my life and leave this episode
behind me.” This generaly occurs be-
cause patients don't like their medica
tions side-effects or they believe that
they simply no longer have to take them.
They lack the awareness that they are on a
precipice and flirting with sliding down
the dlippery slope of deterioration. The
next thing you know, they have had a
relapse and even if they are treated, they
may not get better, and if they do get bet-
ter, they are till prone to making the
same mistake.

What the RAISE project is gearing up
to do is to basically say, “Let's take eve-
rything that we believe or has been shown
to work and let’s provide this to people in
a team-based approach.” Using this ap-
proach we want to ensure that they have a
smooth course to remission and recovery,
keep them there and enable them to re-
engage in life and to get re-involved in
what they were doing before they became
ill —be it school, work, and socia activi-

and professionals, there is the Mater-
nal & Child Health Knowledge Path
found at www.mchlibrary.info/
KnowledgePathskp Mentd_Conditionshtml.
There is adso a preventive/wellness path
a www.mchlibrary.info/K nowledgePaths/
kp_Menta_Healthy.html.

Lauren Agoratus is the parent of a
child with autism/kidney disease. She is
the NJ Coordinator of Family Voices, the
national network that advocates on behalf
of children with specia healthcare needs.
Families can find free help in their state at
www.familyvoices.org/states.php. She is
also volunteer NJ Caregiver Community
Action Network representative for Na
tional Family Caregivers Association
found at www.thefamilycaregiver.org.

Board Members from page 32

Counselor (CASAC) since 1991, and a
Certified Professional in Healthcare Qual-
ity (CPHQ). Prior to his current position
at Saint Vincent's, where he has served
for over nine years, Alan was a Program
Administrator for the Alcohol and Sub-
stance Abuse Unit at the Westchester
County Department of Community Men-
tal Health for six years. Previous posi-
tions included Clinical Coordinator at the
Realization Center Chemical Dependency
Treatment Center in New Y ork City, Sen-
ior Chemical Dependency Counselor at
Phelps Memorial Hospital in Tarrytown,
NY, Instructor for undergraduate psy-
chology and social work students at St.
John's University in Queens, a Psycho-
therapist at National Neighborhood Coun-
seling Centers in Brooklyn, NY, and a
Substance Abuse Counselor at Gramercy
Park Medical Group in New Y ork City.
Alan is a member of the American
College of Healthcare Executives; the
National Association for Healthcare
Quality; the New York Association for
Healthcare Quality; and is a Board mem-
ber of the Westchester Chapter of the
American Foundation for Suicide Pre-
vention. In 2008, he was instrumental in
developing an effective falls prevention

program at St. Vincent's Westchester
which earned the hospita a Maryland
Indicator Project Quality Award. Simi-
larly, in 2004, he coordinated a highly
effective restraint reduction initiative for
which the Healthcare Association of
New York State (HANYS) awarded the
hospital the Pinnacle Award for Quality
Improvement, the highest honor be-
stowed by HANYS and St. Vincent's
Westchester was the first behaviora
health facility to win the award. Alan
has had the honor of presenting numer-
ous speaking events throughout the
country and has published and/or con-
tributed to many articles relative to falls
prevention, minimizing readmissions,
restraint reduction, and treatment plan-
ning performance improvement initia-
tives. Hisoveral mission and passion is
to help develop simple, replicable, yet
effective processes and procedures that
yield the highest possible quality of care
and patient care experience for consum-
ers of behavioral health care services.

MHNE Founder and Executive Direc-
tor, Ira H. Minot, LMSW, stated, “I am
truly grateful that Theresa and Alan have
agreed to serve on our Board, and know
that our mental health and autism com-
munity education mission will be greatly
served by their participation.”

visit us online at www.mhnews.org

ties. We want to prevent people from
running away from the psychiatrist and
mental health professionals but to stay
engaged with them. The hope is that if
we do that, people will have a higher rate
of recovery, they'll remain stable and in
remission for longer periods of time, and
there will be fewer people who will need
to ultimately go onto government supports
such as Medicaid and Socia Security Dis-
ability (SSD). So in addition to the hu-
man suffering and productivity dimension
to the outcome, there is also an economic
cost-effectiveness to the outcomes that the
RAISE study hopes to confirm.

Q: All of this knowledge and hope for
the project begs the notion that there
really needs to be a nation-wide public
health campaign to educate people more
about schizophrenia and staying in treat-
ment — which because it is such a devas-
tating illness — till remains in the shad-
ows in terms of people's fears and under-
standing.

A: Exactly. Thefirst limiting factor isto
have a provider network that can actually
deliver the kind of care we believe the
project will confirmisrequired. Next, we
will need mental health professionals with
training in supportive employment, sup-
portive education, case management, cog-
nitive remediation, psychoeducation, peer
counseling, psychopharmacology — and to
have this expertise available in clinica
settings where patients are being seen and
treated. Then there needs to be reim-
bursement for those services. The only
way that's going to be able to happen is if
there is evidence that can be taken to
mental health care policy administrators

and reimbursement agencies — to say that
this works not just in terms of our clinical
outcome measures but in terms of very
hard cost-outcome measurers.

Q: Areyou worried that the current socio
-economic and political atmosphere we
have been under will loom as a cloud over
the RAISE project and the recommenda-
tions that it will eventually propose be
implemented at the national, state and
community level?

A: It'slike abest of times, worst of times
type of situation. | think on one hand we
have an economic situation which is ex-
tremely ominous and without clear pros-
pects of getting better in the near future.
We also have a health care financing sys-
tem which has been chronically dysfunc-
tional, and a mental healthcare delivery
system which has been fragmented and
woefully inefficient. On top of that we
now have healthcare reform which threat-
ens to shake things up in a way that we
have no idea if it will make things better
or worse, and if so, how? You couldn’t
pick a more unfavorable or inhospitable
situation to try to do something new and
innovative. On the other hand, when it
comes to psychiatric medicine and mental
healthcare, | think the situation is ex-
tremely optimistic and very good. Our
field is more vibrant than it has ever been
in terms of the intellectual dimensions of
it, many interested young people are com-
ing into the fields of mental health care
and neuroscience research, the science of
understanding the brain and how distur-
bances in the brain that give rise to mental
iliness has never been stronger. All of
these factors are stronger than they have

ever been before. Even on the stigma
side, there has been progress, and this
seems to be getting better al thetime. The
promise of the RAISE project is that if we
are successful in proving our early inter-
vention hypothesis, present this interven-
tion model of service delivery, and get
this to be taken seriousy on a nationa
level, this can have a huge impact on the
lives of future generations of people who
develop schizophrenia and economic
benefits to the mental healthcare field and
our country.

Q: Where are we now in terms of the
calendar of the project?

A: It'snot quite a year underway. It will
presumably be a 5-year project. We are
now finalizing the protocol and selecting
the sites and training the people at these
sites. We hope to be set to go before the
end of this calendar year.

Q: How many people are involved on
your study’ s team?

A: We've got a pretty big multidiscipli-
nary team of over fifty people from a vari-
ety of universities and the two state men-
tal health agencies. They include people
who are psychiatrists, psychologists, so-
cial workers, anthropologists, a number of
peer counselors and also people who are
selected from different advocacy groups.

Q: Are some of these staff shared be-
tween your group and Dr. Kane's group?

A: No, they are completely independent

see RAI SE on page 39
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A Personal Story from page 1

exhaustion, lots of exhaustion. There were
times when we did not have childcare; the
doors of day care providers homes don't
open so easily for children with behavior
challenges. When there was no childcare,
| could not maintain a job, and therefore
we went into debt.

We experienced long periods without a
break in the care giving.

There were times that | wanted to give
up and wak out of my house and never
look back. | didn't walk out, | couldn’t.
When | think of those times now, | know
they are the times that my inner strength
had another growth spurt.

We had things to adjust to through the
years. The acceptance of that first illness,
and then the acceptance of the ongoing
extra care that lasted beyond the terrible
two’s of a baby. Acceptance has come to
us, but it took time and a lot of compro-
mise and working together.

Caregiver burnout can happen at any
age. It is often seen when a spouse be-
comes ill, when caring for an elderly
Spouse or parent, or, asin our case, when
we faced exceptional parenting challenges
of ayoung child.

Take a few seconds to think about
what it would be like for you if suddenly
you were so physicaly ill or injured that
you could not take care of yourself.
Think about the people you know. Who
are your friends, your relatives, your
spouse and your children? Think very
seriously about who you would want to
have taking care of you? Who is it that
you would want to depend on? Think
about the qualities of the person you
would need to depend on.

Next, think about the possibility that the

RAISE from page 38

with no overlap in staff. The only overlap
isin terms of the NIMH staff that is work-
ing with our two studies.

Q: What final thoughts would you like to
give our readers about the RAISE project?

A: Research is something that oftentimes
moves forward very slowly, often times at
a rate in which the progress being made
seems almost imperceptible.  Then, sud-
denly at some point, you get a chance to
put it al together and make a great leap
forward. | believe that RAISE is one of
those opportunities. The NIMH saw this
and have redly seized the opportunity to
take something from the research level and
in one fell swoop trandate it into clinical
practice. With the results of the RAISE
project we will have the potentia to effect
a change in the way mental hedlthcare is
provided and alter the prognosis and pros-
pects of future generations of people who
are at risk to develop schizophrenia.

About Dr. Jeffrey A. Lieberman, MD

Jeffrey A. Lieberman, MD, is a physi-
cian and scientist who has spent his career
of over 25 years caring for patients and
studying the nature and treatment of mental
illness. Dr. Lieberman is currently is the
Lawrence E. Kolb Professor and Chairman
of Psychiatry at the Columbia University
College of Physicians and Surgeons and
Director of the New Y ork State Psychiatric
Institute. He also holds the Lieber Chair

W
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Janice Fitzgerald

person caring for you has moved into your
house with you. They've given up their
job and their friends. They do this out of
LOVE, the ultimate love of another person.
Now, let’s say your illness or recovery
time takes 10 times longer than anyone
predicted. Or, you learn that you are never
going to fully recover. And for the entire
time, the same kind, compassionate per-
son has been your caregiver. Doing your
laundry, helping you bathe, cooking your
meals, and taking you to doctor appoint-
ments, helping you go to the bathroom.
Two years have passed and this won-
derful person has not had a vacation. In
fact, they haven't even been away from
you for aday in two years. They have not
met up with their own friends for even a
few minutes because they worry that you

will not be ok. They worry that no one
else can understand what you need. This
may sound wonderful to have someone so
totally committed to you, but guess what?
It can’t go on forever. Burnout inevitably
comes along. It will manifest itself as de-
pression, constant fatigue, or a declining
interest in pursuing any outside activities.
It might be withdrawal from socia con-
tacts, or maybe an increase in the use of
stimulants or alcohol. Those are some of
the symptoms.

And along with those symptoms the
quality of care will diminish. Impatience,
anger and abuse can happen in extreme
Cases.

Caregivers won't see or admit these
symptoms in themselves. If you are a
caregiver, think long and hard about what
other people are telling you. Think about
the possibility of burnout. If enough peo-
ple start saying the same thing to you, it's
probably true. “Take a break, get out of
the house...” Two difficult things to do
are to admit that you do need a break and
to reach out for the help.

For your own mental health, develop a
network of friends and colleagues and
attend a support group. | found it very
difficult to reach out. | used to think it
was a weakness to not be able to handle
al that | was dealing with. A caregiver
support group has benefits. Even a group
that does not match the diagnosis or care
you are giving will be a help. Talking to
other people who understand what you are
experiencing can be a tremendous relief.
They can also assist you in tapping into
resources that you didn’t know were
around... a good doctor, a source of res-
pite help.

Somehow, some way, get a bresk —
respite is what we call it. Guilt free time

and Directs the Lieber Center for Schizo-
phrenia Research in the Department of
Psychiatry at Columbia and serves as the
Psychiatrist in Chief of New York Presby-
terian Hospital- Columbia University
Medical Center. Dr. Lieberman received
his medical degree from the George Wash-
ington School of Medicine in 1975. Fol-
lowing his postgraduate training in psy-
chiatry at St. Vincent’'s Hospital and Medi-
ca Center of New York Medical College,
he was on the faculties of the Mount Sinai
School of Medicine and Albert Einstein
College of Medicine, and served as Direc-
tor of Research at the Hillside Hospital of
Long Idand Jewish Medical Center. Prior
to moving to Columbia University he was
Vice Chairman for Research and Scientific
Affairs in the Department of Psychiatry
and Director of the Mental Health and
Neuroscience Clinical Research Center at
the University of North Carolina at Chapel
Hill School of Medicine.

Dr. Lieberman’s research has focused
on the neurobiology, pharmacology and
treatment of schizophrenia and related psy-
chotic disorders. In this context, his work
has advanced our understanding of the
natural history and pathophysiology of
schizophrenia and the pharmacology and
clinical effectiveness of antipsychotic
drugs. In terms of the latter, he served as
Principal Investigator of the Clinical Antip-
sychotic Trias of Intervention Effective-
ness Research Program (CATIE), spon-
sored by the NIMH. His research has been
supported by grants from the National In-
gitutes of Health and the NARSAD,
Stanley, and Menta Iliness Foundations.

His work has been reported in more than
400 articles in the scientific literature and
he has edited or co-edited eight books,
including the textbook Psychiatry, cur-
rently in its second edition; Textbook of
Schizophrenia, Comprehensive Care of
Schizophrenia; Psychiatric Drugs, and
Ethics in Psychiatric Research: A Re-
source Manual on Human Subjects Protec-
tion. He also serves, or has served, as As-
sociate Editor of the American Journal of
Psychiatry, Biological Psychiatry, Neuro-
psychopharmacology, Acta Psychiatrica
Scandinavica, Schizophrenia Research,
Neuroimage, International Journal of Neu-
ropsychopharmacology, and the Schizo-
phrenia Bulletin.

Dr. Lieberman is a member of the Na
tional Academy of Sciences Ingtitute of
Medicine and recipient of the Lieber Prize
for Schizophrenia Research from NAR-
SAD, the Adolph Meyer Award from the
American Psychiatric Association, the
Stanley R. Dean Award for Schizophrenia
Research from the American College of
Psychiatry, the APA Research Award, the
APA Kempf Award for Research in Psy-
chobiology, the APA Gralnick Award for
Schizophrenia Research, the Ziskind-
Somerfeld Award of the Society of Biologi-
cal Psychiatry, the Ernest Strecker Award of
the University of Pennsylvania, the Lilly
Neuroscience Award from the Collegium
Internetionale  Neuro-Psychopharmacol ogicum
for Clinica Research and the Exemplary
Psychiatrist Award from the National Alli-
ance of the Mentally 1ll. Heis or hasbeen a
member of the advisory committee for Neu-
ropharmacologic and Psychopharmacologic

out is essential. We do not have to be all
things to all people. We may be essential
and irreplaceable to the person we love and
care for so dearly, but.... they will survive
some time without our help. It is ok to let
someone else give his or her best care so
that we can take sometime for ourselves.

We need time to regroup, to rest, to
come back somewhat refreshed. We can-
not continue with superhuman powers
forever. It isimportant to understand that
it is ok to take a break. It is necessary to
get a break in order to keep yourself
physically and emotionally healthy.

If we become sick or have a medical
emergency, who will provide the care
we've been giving? Who will take our
place? Ask any caregiver who has been
at it for any length of time and they will
tell you that their own health has suf-
fered when the focus was on another
person and they neglected to take care of
themselves.

Remember that guilt is a salf-made emo-
tion. We do it to ourselves. We interndize
our actions and reactions. Guilt is wasted
energy and it is energy that we desperately
need to conserve.

It would be nice if there was some magi-
cal way to avoid illness, to avoid dementia,
to avoid disabilities, but that's not going to
happen, and denia isn't going to work for
very long when faced with a challenging
Stuation.

To all of the parents who are caregiv-
ers, we commend you for your dedication
and hard work.

Visit Parent to Parent of New York
Sate at www.parenttoparentnys.org.

Some other helpful websites include
www.nfcacares.org, www.aoa.gov, and
WWW.caregiving.org.

Drugs of the Food and Drug Administration,
the Planning Board for the Surgeon Gen-
eral’s Report on Menta Heslth, the Com-
mittee on Research on Psychiatric Treat-
ments of the American Psychiatric Associa-
tion (APA), the APA Work Group for the
Development of Schizophrenia Treatment
Guidelines, the National Advisory Mental
Health Council of the Nationd Ingtitute of
Mental Health and currently chairs the
APA Council of Research and Qudity
Assessment.

He resides with his wife and two sons
in New York City.

About the NIMH RAISE Project

The NIMH RAISE Project is being
conducted by two independent research
teams—the Feinstein Institute for Medical
Research in Manhasset, NY, and the Re-
search Foundation for Mental Hygiene at
Columbia University in New York, NY.
The Connection Program of the Research
Foundation for Mental Hygiene at Colum-
bia University has been funded in whole
or in part with Federa funds from the
American Recovery and Reinvestment
Act of 2009 and the Nationa Institute of
Mental Health, National Institutes of
Health, Department of Health and Human
Services, under Contract No. HHSN-271-
2009-00020C. For more information
about the overall NIMH RAISE Project,
contact the NIMH Press Office and the
NIMH RAISE Project Communications
Team: Colleen Labbe, Jean Baum, or
Christine Ulbricht (301) 435-8687, (301)
443-1018, (301) 443-3366
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ADAAA from page 28

as no medication perfectly aleviates all
symptoms of an illness indefinitely.

It is not difficult to imagine how such
aruling would impact those with an anxi-
ety disorder. Many people with anxiety
disorders are capable of keeping their
symptoms at bay with regular medication.
This, however, does not mean that the
illness leaves no traces in the person’s
life. There are doctor’ s visits that must be
met, medication often has deleterious side
-effects, and even with the assistance of
medication there are occasiona flare-ups
that require more extensive treatment and
even hospitalization. There is all of this,
not to mention the general stigma associ-
ated with anxiety disorders. If it becomes
known that an employee suffers from an
anxiety disorder an employer may not
promote that person under the misguided
idea that added stress will exacerbate
their symptoms.

Simply put, under the old ADA some-
one who suffered from an anxiety disor-
der that treated their illness with medica-
tion would not be protected under the
Act. For example, this would bar the em-
ployee from requesting a reasonable ac-
commodation, e.g. starting work later in
the day in order to take into account the
frequent medication side-effect of early
morning drowsiness. In al, the Supreme
Court’s previous holdings in this area
unreasonably limited coverage to those
that greatly needed it.

Now, under the ADAAA the fact that
someone may be lucky enough to miti-
gate the effects of their illness through
medication is not held against them.
Hence, al that matters is that with or
without corrective measures, i.e. medica
tion, the person suffers a substantial limi-
tation of amajor life activity as a result of
amenta or physical impairment.

Second, the Supreme Court ruled that
only those who suffer from chronic and
persistent symptoms of their ailment,
which continuously limited them in mgjor
life activities, were disabled. Hence, those
illnesses, like anxiety disorders, that have
episodic flare-ups, despite how debilitat-
ing, were not covered under the ADA.
The ADAAA overturned the court in this
regard. Now, even if the impairment isin
remission, as long as during a period of
exacerbation it would cause a substantial
limiting of amajor life activity the person
is covered under the ADA.

Third, under the previous ADA for
one to be disabled a major life activity
must have been substantially limited. Un-
der the regulations enunciated by the
EEOC, this meant that a major life activ-
ity must have been completely impaired
and the individual unable to function.
Hence, if the major life activity in ques-
tion was, for example, being able to inter-
act sociadly, the person must have been a
complete shut in, without the ability to
interact whatsoever. One can think of it
on a scale from 1-10. Under the previous
ADA regulations the person must have
been a 10 on the substantially limits scale
to be qualified as disabled.

Now, under the new ADAAA, while
the language of substantialy limiting
remains the same, Congress has in-
structed the EEOC to soften their regula
tions. Applying that same numerica
scale, a 5 would now suffice to be sub-
stantially limited. This is all in keeping
with Congress' original intent in enacting
the ADA of casting awide net and essen-
tially eliminating discrimination against
those with a disability.

Lastly, under the old ADA many
Courts had decided that thinking and con-
centrating were not considered major life
activities. Clearly, these are the most im-
portant areas of one'slife that are affected
by anxiety disorders. Often times these
were the only two detrimentally affected
areas that someone with an anxiety disor-
der could point to as support that they
were disabled. Now, under the ADAAA
the law specifically mentions these two
life activities as things to be considered
when a Court makes a determination as to
whether someone has a substantial im-
pairment of amajor life activity.

Conclusion

For many years people had com-
plained that the spirit of the ADA was
violated by these limiting Court prece-
dents; that the Courts had impermissibly
limited coverage in a way that Congress
never intended. Now, the ADAAA has
fixed many of these problems returning
the law to its original intention; to cast as
wide a net as possible in order to limit
discrimination against those that suffer
from physical and mental impairments.
Quite possibly this is of most benefit to
sufferers of anxiety disorder because
seemingly ever limiting area of Court
interpretation adversely affected them.

Parenting from page 26

utilize other resources available not only
at Puthnam Family And Community Ser-
vices, but in the community.

The RAPP group alows caregivers the
opportunity to comfortably meet, while
their “children” are involved in on-site
structured therapeutic activities. The chil-
dren are able to socially interact with kids
who are in similar family situations. They
can ask questions of each other without
feeling stigmatized or judged. The chil-
dren learn and practice social skills, along
with asking for help. They work as a
group and make decisions together. The
skills that they learn in group compliment
what the caregivers are learning so that
the family can live in harmony. When

you speak to caregiver families, they ex-
press a strong desire to keep the children
healthy mentaly and physicaly. The
RAPP group alows them to know that
they are not alone. With the help of the
group leader and each other, they gain
information and educate themselves about
resources available. RAPP gives them a
small respite from regular childcare re-
sponsibilities as well as helping them
cope with daily issues that they are facing
in their new role. Families are al unique,
but all families need to experience laugh-
ter, joy, positive regard and places to feel
safe. RAPP provides one of those places.

For more information on RAPP, con-
tact Diane Henry, LCSW-R at (845) 225-
2700 ext. 138

FEGS Caregivers on page 25

Applying Lessons
Across Work and Family

For years neither Laura nor Jerry told
many people they worked with about
their siblings. They used each other as a
two person support group and shared with
a few other trusted work friends. But re-
cently, they have both begun to use their
own experiences as family members in
training their staff at F-E-G-S. Laura and
Jerry have both found the powerful im-
pact their stories have on staff. They
don't’ just talk the talk, they have walked
the walk.

Laura and Jerry are not the only mem-
bers of the F-E-G-S workforce who are
caregivers. They are just the two who are
ready to share their stories now. Laura
and Jerry take care of themselves by talk-
ing about their struggles, asking for help
and engaging in joyful activities and
spiritual practices.

Their personal experiences inform and
enrich their professional practices. Their
professional experience has benefited
both Margo and Andy.

For more information on the F-E-G-S
Health and Human Services System net-
work of services call 212-366-8038.

Anti-Racism from page 32

ability to recognize, anayze and discuss
racism as it relates to supervision, clinical
treatment, client outcome as well as staff
relations, recruitment and retention. Cross
racial dialogue is key to addressing struc-
tural racism, therefore as mental health
providers we must develop a common
language and become willing to examine
our practice, policies and procedures.
Additionally, the effort must be lead and
endorsed by top leadership, encouraged in
management/supervision, and embedded
inclinical treatment.”

Dr. Peter Beitchman, Chairman of the
Board of Mental Health News Education,
Inc. stated: “Mr. Levine's and Ms. Pender

Greene's article initiates a compelling
challenge to our mental health commu-
nity. No issue has a greater impact on our
clients, staff and organizational life than
racism. We will continue to publish rele-
vant articles and will devote the Winter
issue of Mental Health News to a full
exploration of the issues. In the mean-
time, to promote understanding and a
meaningful dialogue on race and racism
we highly recommend the indispensible
training offered by The Peopl€e's Institute
for Survival and Beyond.”

For information on trainings in the
New York City metropolitan area go to
www.antiracistalliance.com or call Sandy
Bernabei at 212-957-5305.

Fit In from page 28

helping with homework, attending sick
children or carpooling. These intergenera-
tional conflicts can create feelings of iso-
lation and identity confusion for elderly
caregivers of children.

It isvital for grandparents raising chil-
dren to make connections with others in
the same situation. Having these connec-
tions normalizes their experiences and
affords them an opportunity to be heard
and understood by others.  Support
groups become alife line for elderly care-
givers of children. In these groups they
are able to express concerns and feelings
in an honest way without the fear of being
judged or misunderstood. Their experi-

ence is validated by sharing with peers.
This is the one place where they fit very
well and feel comfortable. The contact
with other relative caregivers helps them
consolidate their atypical identities and
gain clarity about their varied roles and
relationships. At VCS Inc. in New City,
NY we provide a wide range of support
services for elderly caregivers of children,
including several monthly support
groups. These groups significantly en-
hance the emotiona well being of grand-
parents who find themselves in unantici-
pated parenting roles as they age.

Rosa Serrano-Delgado LMSW, is Pro-
gram Director of the Relatives as Parents
Program, and Gail K. Golden, LCSW,
Ed.D, is Clinical Director, at VCSInc.

Caring from page 8

daughter is in her sophomore year of col-
lege. We continue to dide back as she
does, but we all know that her demonstra-
tion of responsibility for her behavior is
the key to her success.”

Today, their daughter is engaged in an
internship at Boston Children's Hospital
and is moving toward independence, ac-
countability and acceptance. “We fed
that we were provided an invaluable
training and have grown along with our
daughter. Had it not been for Wellspring
— we don't know where the road would
have taken her or, for that matter, us.”

While the experience described above
is unique, some elements are shared with
other caregivers. The Multi-Family
Group mentioned above is a group of
family units, 12 to 18 at a meeting, made

up of the resident child, her parent(s),
and other family members, i.e. siblings,
grandparents. These meetings provide
the opportunity for direct eye-to-eye
contact between the caregiver and child
for affirmation or needed confrontation,
and a forum in which to be heard, to
respond, and to be supported. In addi-
tion, the Parent Support Group helps to
orient parents to Wellspring, where vet-
eran parents of previous and current resi-
dents train, support and offer their ex-
periences.

The goa of Wellspring is to help and
heal the whole family in order to return
our residents to a healthy home environ-
ment. Towards this goal, we provide care-
givers with support and understanding to
grieve, opportunities to learn and grow,
and skills that will sustain them following
discharge.



MENTAL HEALTH NEWS ~ SUMMER 2010

visit our website: www.mhnews.org

PAGE 41

PTSD from page 12

find no outward expression. Combined
with individual and family therapy, EET
is an effective way to address self injury,
substance abuse, and eating disorders,
where feelings can be released and ex-
plored, rather than suppressed and dis-
placed into symptomatic substitutes.
Once emotions have found expression, the
content may eventually be brought into
the relationships that gave rise to it.

The development of practical coping
skills for emotional self-regulation is a
necessary complement to emotional ex-
pression. Some of these skills are simple;
others are more complex. Breath-work,
focused relaxation, time-ins rather than
time-outs, yoga for adolescents and adults
are some of the sensory related skill-sets
taught and used at Wellspring. Assess-
ments of hyper-sensitivity and hypo-
sensitivity to touch are part of the Touch
Training Manual’s assessment package
that help to differentiate sensory integra-
tion and sensory modulation problems
from difficulties with attachment. Train-

ing in EMDR, as another mode of therapy
with bottom-up processing, has been initi-
ated with some staff to enhance the over-
all therapeutic repertoire.

However, it is the natural environment
of Wellspring that is the primary sensory
related asset that is fundamental to reduc-
ing stress and trauma-based reactivity.
Wellspring is located in a rural setting
surrounded by fields, gardens and forests
that are quite appealing. The country
quiet combined with animal care, horti-
culture and adventure programming offer
sensory based body-experiential modes of
therapy in each of the residential pro-
grams, as well as in the elementary and
secondary day schools. Relationship to
the natural world, which research has
shown to be stress reducing, is fostered
through these programs. They also help
to offset the growing cultural problem of
“nature deficit disorder” that Richard
Louv has talked about in his startling
book, The Last Child in the Woods.(15)
Relationship to the natural world of to
soil, plants and animals — to manual work,
as well as walking in the woods — reduces

Peer-Led from page 10

enable fathers of all kinds—married,
single or unmarried fathers, cohabitating
fathers, young or teenage fathers and
new fathers—to improve their relation-
ships and reconnect with their children.
The workshops focus on parenting skills,
how to be more involved in a child’s
life, anger management and conflict
resolution.

NAMI Basics

NAMI Basics is a new educa-
tion program for parents and other care-
givers of children and adolescents living
with mental illness. It is taught by trained
teachers who are also the parents or other
caregivers of children and adolescents
with behavioral issues, undiagnosed emo-
tional issues, ADD/ADHD, or other diag-
noses such as major depression, bipolar
disorder, oppositional defiant disorder,
and anxiety disorders.

This is a free six-week course, with
each class lasting 2.5 hours. All instruc-
tion materials are free to participants. The
course explores a range of topics impor-
tant to parents and caregivers: the trauma
of mental illness for the child and family;
the biology of mental illness; getting an
accurate diagnosis; the latest research on
the biological basis of mental illness and
advances in treatment; an overview of

treatment options; the impact of a child's
mental illness on the rest of the family; an
overview of the systems involved in car-
ing for children and teens and how to
advocate within those systems; and the
importance of record-keeping.

Saturday Support Group

On two Saturdays each month, a group
of parents of children and adolescents
with a behavioral or psychiatric disorder
can be found in the NAMI-NYC Metro
conference room, sharing stories about
the impact of mental illness on their fami-
lies. This peer-run self-help group offers
support and practical information in a
welcoming environment.  Participants
share their experiences and learn coping
strategies from fellow parents, in a recur-
ring meeting facilitated by parents of chil-
dren with mental health needs.

Deniece got help, for her daughter and
for herself. (In fact, she was so empow-
ered by her experience that she became a
volunteer and, ultimately, a full-time
staffer at NAMI-NYC Metro). The
trauma and sense of helplessness that
arise from a diagnosis of mental illness
can be transformed by the support that
only another parent and caregiver can
offer. We see it happen here every day.
For more information, call our Helpline at
212-684-3264.

Self Care from page 20

Everyday in our work as therapists we
expend energy—through the normal act
of empathy we experience compassion
fatigue. How do we recharge? How do
we balance energy expenditure and re-
plenishment? Self Care. It looks different
for each of us but we all need to do some-
thing everyday to achieve this balance.
Today, | am very diligent about personal
self care and teach caregivers how they
can ameliorate the impact of vicarious
trauma. The best treatment is prevention.
If we know how to take care of ourselves,
we don’t need to experience what myself
and many others have. So turn off your
iPod, put down that magazine and listen
to the flight attendant... “You need to

take care of yourself before assisting oth-
ers.” | can honestly say... | don’t want to
be an accountant anymore.

Christina Grosso is the Director of
Training at the Center for Trauma Pro-
gram Innovation at the Jewish Board of
Family and Children’s Services. She has
worked as a clinician, supervisor, and
master trainer specializing in the treat-
ment of trauma and complex trauma in
children and adolescents. Ms. Grosso has
extensive experience in the practice, im-
plementation and training of trauma
based assessment and evidence based and
evidence informed practices. Ms. Grosso
maintains a private practice in New York
City and is an Adjunct Faculty in the
Graduate Art Therapy Department at
New York University.

stress and is ultimately healing apart from
any formal clinical interventions. When
these relational and bottom-up modes of
processing are also woven into the fabric
of a multi-modal residential treatment
program, and are anchored by individual,
family and milieu therapy, they add the
necessary means and power to address
traumatic residues from the past.
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Grandparents from page 20

Rather than focusing on pathology,
practitioners should utilize a strength
model that highlights a family’s resilience
and healthy coping skills. Spirituality is
often a sustaining force in kin caregiving
families. Caregivers frequently describe
how their prayers and beliefs help in
overcoming difficulties and challenges.
(Musil et al, 2000, Langosch, 2005). To
decrease isolation, caregivers can be
helped to expand their support networks
and join a kin caregiver support group.
There are more than 500 grandparent sup-
port groups across the US (AARP, 2003).
The group experience provides a safe
place for caregivers to share their range of
feelings with others in a similar situation.
Grandparents often are very knowledge-
able about resources and programs for
their families and the group becomes a
forum to exchange this information.

Helping caregivers expand their social
networks also can ease the burden of
caregiving. Comprehensive and wrap-
around services that address the emo-
tional, financial, educational, legal and
entitlement needs of kinship families are
essential. One such program, the Kinship
Care Program at the Jewish Board of
Family and Children’s Services, offers
support groups for caregivers and their
relative children, individual and family
counseling, case management, advocacy
information, referral and psycho-
educational forums.

Often caregivers are so focused on
their grandchildren’s needs that they take
little time for themselves. It is important
to help them consider their own self-care
and help them develop stress reduction
techniques and skills as a means of re-
fueling.

Kin caregivers take up the societal
slack of raising and nurturing their rela-
tive children when parents are unable to
do so. These caregivers give so much and
receive so little in terms of needed sup-
port and services. Practitioners need to
respond comprehensively to these fami-

lies’ needs, identify and validate their
strengths and work toward successful
outcomes. Services and strategies should
strive to build resilience, and sustain and
empower these Kin in their caregiver role.

The Kinship Care Program at JBFCS
provides comprehensive and free services
to relative caregiving families in Brook-
lyn. These services include weekly sup-
port groups for kin caregivers and their
relative children, case management, ad-
vocacy, information, referral, counseling,
parent education, and informational fo-
rums. For further information, please
contact: Dr. Deborah Langosch, LCSW
at 212-632-4760 or dlangosch@jbfcs.org
or John Watkins, MA at 718-676-4251 or
jwatkins@jbfcs.org.
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End of Life from page 24

used interchangeably in viewing whether
or not a person with mental retardation
has the ability to make his’her own
health care decisions. Competency is a
general term related to a person’s over-
al ability to understand. 1Q can be taken
into account when looking at compe-
tency; Capacity on the other hand, is
more subjective and relates to one's per-
ceived ability to understand a specific
issue or question. Capacity is not a le-
galy rendered decision. According to
OMRDD regulations, capacity for mak-
ing a medical decision must be deter-
mined by the physician treating the ill-
ness but corroborated by either another
physician or licensed psychologist with
experience, specified by the Office of
Mental Retardation and Developmental
Disabilities (OMRDD), in working with
and treating individuals with develop-
mental disabilities.

Further complicating the process are
the myriad legal and legidative policies
and regulations which are/can be;

« Confusing and contradictory;

e Manipulated and differently inter-
preted by the multiple stakeholders with
different agendas. Stakeholders include
the public regulatory agencies such as the
OMRDD, families, medical providers,
mental health providers, lega services
providers, advocacy groups, residential
and other program providers.

Appointment of a Hesalth Care Agent by
executing a Health Care Proxy is not gen-
erally considered to be a complex deci-
sion. A person simply has to understand
that he or she is giving another person (the
health care agent) the authority to make
medical care decisions on his or her behalf
if and when he or she is not capable of
making these decisions. If an individua
were determined not to have capacity for a
specific health care decision then the hedlth
care agent would be able to stepin.

Would you like to provide your clients, staff,
board of directors or studentswith a trusted and readily
available source of news, education and resources
from the mental health world?

Maybe you haven’t done so because you think it would
be too costly, difficult, and time consuming?

Well now you can do so with an easy and affordable
Mental Health News Group Subscription!

Call: (570) 629-5960

Most agencies serving people with
developmental disabilities have not yet
established policies and procedures to
guide their practices in helping their cli-
ents execute a health care proxy and ap-
point a health care agent. Many are not
yet aware of the option and guidelines
established by the Office of Mental Retar-
dation and Developmental Disabilities.

In Jose's case, the various stake-
holders, including his family and profes-
sional caregivers are persistently advocat-
ing for continued aggressive treatment. In
the absence of a determination regarding
capacity it isn't clear who in fact can
make these decisions, adding stress and
confusion to an aready highly emotion-
aly charged situation. Given the descrip-
tion of Jose's skills and strengths, it likely
that he would be assessed as capable of
appointing a health care agent. He would
reguire an additional assessment of capac-
ity regarding his ability to make hedth
care decisions related to future treatment
including discontinuing aggressive and/or
potentially curative treatment. Again,
based on the description of Jose, it is quite
possible that he would be determined to
have the capacity to make medical deci-
sions regarding his treatment. If however,
it was determined that he did not have
capacity for a specific decision and/or his
cognitive abilities become further im-
paired by hisillness to the extent that heis
unable to make decisions, either his
Health Care Agent or a surrogate would
be appointed.

The Hedlth Care Agent is the first in
the chain of surrogate decision makers. If
there is no health care agent appointed
and the person is determined not to have
capacity for a specific decision, surrogate
decision makers can then decide. They
must base their decisions on their knowl-
edge and understanding of the individ-
ual’s preferences, values and beliefs, and
in the absence of this knowledge based on
the individua’s best interest. Best inter-
est is guided by several factors including:
dignity and uniqueness of the person;
preservation/restoration of health; relief of
suffering. The Health Care Decisions Act

for Persons with Mental Retardation
(HCDAPMR) is arelatively new law that
became effective in March, 2003. It has
been amended several times and now pro-
vides for the following chain of surrogate
decision makers:

a. Hedth Care Agent
b. Lega Guardian

c. Actively involved spouse or domestic
partner

d. Actively involved child over 18 years
of age

e. Actively involved parent

f. Actively involved sibling over 18 years
of age

g. Close friend (an affidavit is required
and the person cannot work in the same
residence that the person resides).

h. Consumer Advisory Board for Willow-
brook Class Members

i. Surrogate decision-making committee
(SDMC) or court.

In this complex world of decision making
which requires frequent assessments and
reassessments, persona and professional
caregivers can be confused and con-
flicted. They may be faced with making
decisions that are very difficult or need to
accept the autonomy and dignity of their
loved one even in the face of decisions
that they disagree with. They may also be
faced, as in the case of the “friend” who
may be a professional caregiver, with the
fear of liability. Armed with information,
education and a deep respect for the ailing
individual, the role of the caregiver be-
comes clearer, the stress reduced and en-
ergy is freed to be a supportive, respect-
ful, loving and healing presence.

In summary, end of life care decisions
are intensaly difficult under the best circum-

sances -- i.e, when they are made in ad-
vance, directly by the individua who isiill,
but at a point where they have the cognitive,
emotiona, physica and intellectua ability
to make sound decisions. When caregivers
are in this role, particularly on behalf of
loved one with a disability such as mentd
retardation, the decisons are not only in-
credibly stressful and challenging, but re-
quire many additional steps and considera-
tions. Having a trusted professona who
fully understands the issues — emotional,
legd, ethical and civil rights-related — can be
tremendoudly helpful and reduce the over-
wheming nature of these decisions.

Founded in 1934, F-E-G-S Hedlth and
Human Services System is one of the
largest, most diverse not-for-profit health
and human services providers in the re-
gion, offering a comprehensive and inte-
grated network of programs for people
with disabilities as well as many other
populations. Among its many service
areas are a full spectrum of care for those
with developmenta disabilities. F-E-G-S
also operates Partners In Dignity, the Re-
gional Care Center in the UJA-Federation
Jewish Healing and Hospice Alliance.
This program has assisted thousands of
individuals coping with life-limiting,
chronic and termina illness and end of
life. Caring professionals guide families
through the complex maze of medical
care, providing them with information,
linkages and advocacy for appropriate
care;, individual and group counseling;
spiritual care; community education and
professional training; and volunteer ser-
vices and opportunities. The Partners in
Dignity team have expertise in working
with families and training professionals
who work with those with developmental
disabilities, educating them about end of
life issues and concerns for this popula
tion. They are trusted resources and
guides.

For more information about FEGS
Partners in Dignity Program, contact
(516) 496-7550. For more information
about FEGS Services, call (212) 366-
8400 or visit us at www.fegs.org.
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